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 This dissertation begins with an introduction to the current state of the science in 
nursing research regarding long-term care (LTC) registered nurses’ communication with 
residents regarding their end-of-life (EOL) care preferences. In LTC registered nurses 
lead care planning and evidence suggests residents, their families and nurses all benefit 
from engaging in EOL care communication, but systemic and individual barriers and 
obstacles impede it. With a large and growing population of older adult residents in U.S. 
LTC facilities, most of whom have not articulated their EOL care preferences, there is a 
pressing need to understand LTC registered nurses’ EOL care communication strategies 
and facilitators. Three manuscripts are presented. The first reviews the literature 
regarding EOL care communication in LTC, finding there is a gap in nursing research 
about registered nurses’ experientially-derived knowledge. These findings led to the 
design of an interpretive phenomenological interview study of LTC registered nurses’ 
EOL care communication experience. The second manuscript presents insights from an 
innovative application of video conferencing technology to permit virtual, remote 
qualitative research data gathering during the novel coronavirus (COVID-19) pandemic. 
The third manuscript presents thematic and conceptual findings from a phenomenological 
interview study of 10 LTC registered nurses describing their EOL care communication 
process with residents and families. Finally, the body of aggregated work is synthesized, 
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 Patient and family satisfaction with the quality and goal-concordance of end-of-
life (EOL) care is associated with effective communication with healthcare professionals 
about the patient’s EOL care preferences (Gilissen et al., 2017; White & Coyne, 2011). 
Effective communication about EOL care and the probability of goal-concordant patient 
care are also are associated with nurse job satisfaction and resiliency (Karlsson et al., 
2017; Reinke et al., 2010; Strang et al., 2014; Towsley et al., 2015). Advance care 
planning (ACP) documentation is often used as a proxy for measuring the efficacy of 
EOL care communication (Sudore et al., 2017; Walczak et al., 2016). However, the need 
for in-depth communication about EOL care preferences between healthcare 
professionals, patients and their families is unlikely to be met by advance directives alone 
(Narang et al., 2015). Seriously ill patients and their families lack EOL care 
communication skills, experience with complex medical decision-making, and 
comprehension about their condition and prognosis (Bernacki & Block, 2014; Rao et al., 
2014; Walczak et al.).  
 Currently, there are 2.1 million older adults residing in U.S. LTC facilities and 
this population is expected to grow significantly in the next ten years (Centers for Disease 
Control and Prevention, 2016). However, the majority of adults being admitted as new 
residents to LTC facilities have not engaged in EOL care planning discussions with their 
family members or healthcare professionals (Centers for Disease Control and 
Prevention). It is estimated that less than 50% of LTC residents have completed an ACP 





2013). As LTC residents approach the end of their life, alignment between the EOL care 
they receive and their goals and values is influenced by the depth of understanding that 
LTC staff have about residents’ individual EOL care preferences and choices (Mayahara 
et al., 2018).  
 In LTC settings, registered nurses lead resident care planning and management, 
not medical providers (Hanson & Henderson, 2000). As the communication nexus for 
LTC residents, their families, other staff and external providers, registered nurses take on 
the responsibility for ACP and EOL care planning, overcoming barriers and lack of 
education about EOL care communication (OʼConner-Von & Bennett, 2020; Towsley et 
al., 2015; van Soest-Poortvliet et al., 2015). Nurses in LTC form trust-based, close 
relationships with residents and their families or surrogates from admission to discharge 
or death (Dinç & Gastmans, 2013; Strang et al., 2014; Walczak et al., 2016). These close 
relationships help LTC nurses initiate and sustain EOL care discussions, understand 
residents’ goals and preferences, and support resident’s decision-making as their disease 
progresses and health declines (O’Conner-Von & Bennett). To advocate effectively for 
residents’ goal-concordant EOL care, experienced LTC nurses recognize the necessity of 
a continuous EOL care communication process with residents and families, beginning at 
admission (Hov et al., 2009; Jeong et al., 2011) However, there is a gap between the need 
for ongoing EOL care communication and LTC nurses’ capacity to initiate or sustain it 
(Gilissen et al., 2017). This communication gap has significant consequences for all 





with EOL care and nurses’ resiliency (Hickman et al., 2019; Kaasalainen et al., 2007; 
Kupeli et al., 2016; Midtbust et al., 2018).  
 Chapter 2 presents a critical review of the literature describing the experiences of 
LTC nurses with EOL care communication. Though qualitative research studies of 
registered nurses’ experience communicating with patients and their families about EOL 
care preferences have been reported for acute and community care settings, there are 
none in the literature for LTC (Efstathiou & Walker, 2014; Gilstrap & White, 2014; 
Peden-McAlpine et al., 2015; Reinke et al., 2010; Shannon et al., 2011; Strang et al., 
2014; Weigel et al., 2007).  Despite LTC registered nurses’ leadership role in resident 
communication and care planning, only one study in the literature focused on their 
experience with residents’ EOL care and it did not specifically address communication 
(Emilsdóttir et al., 2011).  Though registered nurses acquire knowledge and insights into 
effective EOL care communication through cumulative clinical experience (O’Conner-
Von & Bennett, 2020), the paucity of literature about this important aspect of care 
planning and management in LTC suggests their experiential knowledge has not been 
disseminated.  
 This gap in the literature of nursing knowledge led to the design of a qualitative 
research study to describe LTC registered nurses’ experiential knowledge about EOL 
care communication. The initial study design was an in-person phenomenological 
interview study, proposed in the winter of 2020 and submitted for approval. While the 
approval process was pending, the COVID-19 coronavirus pandemic began, significantly 





professionals, including LTC registered nurses, was immediately suspended due to public 
health and institutional research restrictions to ensure their safety and wellbeing during 
the COVID-19 coronavirus pandemic. This unforeseen development necessitated 
adaptation of the study’s research method to employ videoconferencing software 
technology for virtual, or remote interviews with LTC registered nurses. Chapter 3 
presents an overview of this innovative qualitative research method which permitted the 
collection of real-time phenomenological data about EOL care communication from LTC 
registered nurses during the COVID-19 pandemic, while also adhering to public health 
and institutional research guidelines and contact restrictions. The overview of this method 
in Chapter 3 includes participant observations about the differences and similarities 
between virtual and in-person interviews, as well as the nursing researcher’s insights 
gleaned about conducting virtual, or remote interviews as a qualitative research method. 
 Chapter 4 presents an interpretive phenomenological research study conducted to 
describe LTC registered nurses’ experience communicating with residents and their 
families about EOL care preferences and choices. This study was designed to elucidate 
nurse participants’ experiential knowledge and insights regarding effective EOL care 
communication with residents and families. Describing this phenomenon is a step 
towards a conceptualization of the elements of the complex, dynamic, longitudinal 
process of nurse-patient communication in LTC, which may help guide future research to 
evaluate EOL care communication interventions and education for registered nurses. A 
purposive sample of 10 registered nurses with more than two years of LTC clinical 





interviewed via a videoconferencing software application. Textual data from 
transcriptions of their recorded interviews were thematically analyzed employing Parse’s 
theory of Humanbecoming to explicate relevant concepts from participants’ experiences 
with EOL care communication with residents and families. The results of this study 
indicate that LTC registered nurses commit to leading a continuous EOL care 
communication process, beginning with establishing a close relationship with residents 
and families, to assess and understand how they can advocate for and honor each 
resident’s EOL care preferences, goals and values. 
 Chapter 5 synthesizes the knowledge gained from the entirety of the work and 
their contribution to the body of nursing knowledge about EOL care communication in 
LTC settings. Experienced registered nurses in LTC embrace their role and responsibility 
as leaders for EOL care communication and planning. They view EOL care 
communication as central to their purpose as compassionate, proactive advocates for 
residents. Registered nurses in LTC work diligently and creatively to overcome existing 
barriers and obstacles to ensure residents receive goal-concordant EOL care, investing in 
both relational and instrumental care with residents and families. They describe the deep, 
close relationships they form with residents and families over time as akin to caring for a 
family member. These relational bonds have the benefit of facilitating mutual 
comprehension and collaboration but carry a cost to the nurses’ wellbeing from the 
affects of their resident relationships during and after the resident’s life in LTC. 
 Communication in LTC to discern and articulate residents’ EOL care preferences 





knowledge and skills with EOL care communication are experientially derived. They do 
not perceive their learned knowledge from pre- or post-licensure nursing education 
adequately prepares them for EOL care communication. Incorporating experienced 
registered nurses’ expertise and knowledge about effective EOL care communication 
with residents and families into nursing education, clinical practice guidelines, 
organizational policy, workflow design and communication intervention design can 
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End-Of-Life Care Communication in Long-Term Care Between Nurses, Older 
Adult Residents and Families: A Critical Review of Qualitative Research 
Overview 
 Chapter 2 presents manuscript 1, a critical review of the current literature 
regarding nurses in LTC communication with residents and families about EOL care 
preferences employing a symbolic interactionism theoretical framework. The review 
found that nurses in LTC learn through experience to become proactive advocates in 
EOL care to ensure residents’ goals of care are met. A gap in nursing research literature 
was identified regarding registered nurses in LTC knowledge about facilitators and 
strategies for leading EOL care communication with residents and their families to 
articulate and document residents’ EOL care preferences. 
 This is an accepted manuscript to be published in the Journal of Gerontological 
Nursing and is reproduced in accordance with Healio’s publication embargo guidelines; 







Chapter 2 Summary 
 Registered nurses in long-term care (LTC) are a critical nexus for end-of-life 
(EOL) care communication with older adult residents and their families. A critical review 
of 17 qualitative research studies examined nurses’ experience with EOL care 
communication in LTC. The findings indicate that time, preparation, advocacy, 
organizational resources, and a continuous, relational approach support EOL care 
communication. Regulatory burdens, understaffing, workflow demands, family and 
organizational dysfunction, anxiety, depression impede EOL care communication. This 
review revealed a gap in the literature describing LTC registered nurses’ unique 
perspective and knowledge regarding EOL care communication with residents and 
families. There is a current, pressing need to understand the facilitators LTC registered 
nurses use to overcome obstacles to effective EOL care communication. Future research 
could inform clinical practice guidelines and EOL care nursing education, enhancing 
LTC nurses’ capacity to develop trust-based relationships and improving the efficacy of 







 Nurses in long-term care facilities (LTC) facilities are a critical nexus for 
communication about end-of-life (EOL) care planning and preferences due to their 
unique professional role, length and breadth of their relationships with older adult 
residents and their families (Towsley et al., 2015). Efficacious advance care planning 
interventions in LTC are associated with nurses’ cumulative experience with and 
willingness to initiate these discussions, nurse job satisfaction and resiliency, residents’ 
and families’ satisfaction with the quality and goal-concordance of EOL care (Gilissen et 
al., 2017; Karlsson et al., 2017; Towsley et al.). Experienced LTC nurses need years of 
clinical practice to acquire sufficient EOL care communication experience and skills due 
to inadequate education and preparation (O'Conner-Von & Bennett, 2020). A current gap 
exists between LTC nurses’ capacity to initiate or sustain EOL care discussions and the 
identified need for EOL care planning (Gilissen et al.). This EOL care communication 
gap has significant consequences for all stakeholders, negatively impacting older adult 
EOL care outcomes, patient and family satisfaction, nurses’ work satisfaction and stress 
(Bernacki & Block, 2014; Karlsson et al.). Without effective EOL care planning 
communication, older adults in LTC may not be able to provide nurses clear guidance 
about their preferences. Without appropriate education, information, support, and EOL 
care planning conversations residents’ families may be unable to make EOL care 
decisions for incapacitated residents. 
 For the purposes of this review, several terms were defined. Residents are defined 





disease or multimorbidity frailty. Family is the social group, including surrogates, 
designated by the older adult to make their health care decisions if they became 
incapacitated. End-of-life refers to the timespan from weeks to years that older adults live 
in a state of declining health. Long-term care refers to temporary or permanent residential 
healthcare facilities, including skilled nursing, memory care, assisted living and older 
adult care homes. An operational definition of EOL care communication is an iterative, 
discursive, shared decision-making relational process to reach consensus about a 
resident’s future care choices and preferences, informed by their values and goals. 
Theoretical framework 
 Nurses in LTC form trust-based, close relationships with residents and families 
that facilitates EOL care planning communication over time between admission and 
discharge, or death (Strang et al., 2014). Nurses’ and residents’ relationship in LTC is 
unique, given that they may interact up to forty hours per week over months or even 
years, as compared to acute or community care settings. Due to their strong, close 
relational bonds, residents and nurses in LTC are affected by each other and reflect intra- 
and interpersonally on the meanings of their experiences. Given this distinctive relational 
context, symbolic interactionism was chosen as the theoretical framework for this review 
because it incorporates a reflective, intra- and interpersonal process of iterative meaning-
making. This review drew on Blumer’s (1986) symbolic interactionism three-fold 
premise: first, individuals act on an object based on the meaning they ascribe to it; 





and third, meanings can and do change, modified and communicated through a process of 
individual experiences which influence subsequent encounters with that object.  
Aim 
 There is a current, pressing need to understand the facilitators and process that 
experienced nurses in LTC use to overcome obstacles to initiating and sustaining EOL 
care communication. Explicating these facilitators and process will support the design of 
efficacious education interventions to improve EOL care communication and may 
increase the probability of satisfaction with and goal-concordance of EOL care.  
Qualitative research studies of nurse-patient EOL care communication have been 
reported in the literature for acute and community settings (Efstathiou, & Walker, 2014; 
Gilstrap, & White, 2014; Strang et al., 2014; Towsley et al., 2015). However, there is a 
lack of qualitative research reviews in the literature regarding the facilitators that nurses 
in LTC employ to initiate and sustain communication about EOL care preferences with 
residents or their families. Wallace et al.’s (2018) interpretive meta-synthesis of EOL 
care in LTC did not focus on communication. Thus, a critical review was undertaken to 
identify, evaluate and synthesize the thematic findings of extant qualitative studies of 
LTC nurses’ experience initiating and sustaining EOL care discussions with residents and 
families. The research question for this critical review was, “What is the lived experience 
of registered nurses in long-term care facilities initiating and sustaining communication 
with residents and their families about the resident’s end-of-life care preferences?”   
Methods 





 The review’s inclusion criteria included peer-reviewed, English language 
qualitative research studies that used phenomenological, grounded theory or ethnographic 
methodologies to describe LTC registered nurses’ experience communicating with 
residents and their families about EOL care preferences. Excluded studies were those in 
the grey literature, quantitative methodologies, studies that did not include registered 
nurses, care settings other than LTC, and studies that did not employ nurse-resident 
communication to clarify and articulate residents’ EOL care preferences. This critical 
review was limited to qualitative research studies that met the inclusion criteria above 
published between January 1, 2000 and December 31, 2019. 
Search Strategy  
 A preliminary search of the Ovid-Medline and CINAHL databases for studies 
published in English language peer-reviewed journals was using the MeSH terms 
identified in Table 1. A literature search was conducted using Boolean search logic tools, 
yielding a total of 230 studies met the eligibility criteria. These database searches were 
supplemented by hand searching, which added two studies that met the inclusion criteria. 
The Cochrane Library database was also searched but not identify any additional studies 





Table 1 - Medline MeSH Search Strategy 
 
Quality appraisal process 
The researchers’ level of confidence in the coherence, adequacy, methodology 
and relevance of the included studies’ aggregated findings was assessed using Lewin et 
al.’s (2015) GRADE-CERQual qualitative research appraisal tool in Table 2. No overall 
numeric score was computed in GRADE-CERQual but a subjective judgment was made 
regarding high, moderate or low overall confidence in the review’s aggregated findings 










 Abstracts from the database searches were reviewed using the inclusion criteria. 
After removing duplicate records, the remaining records were reviewed by the 
researchers, comparing their study methodology, sample characteristics and abstracts 





criteria was conducted by the primary researcher. Seventeen studies were included 
because they met all the inclusion criteria for LTC registered nurses’ experience 
communicating with residents and families about EOL care preferences. The PRISMA 
flowchart of included and excluded studies for this review is presented in Figure 1 
(Moher et al., 2009).  
 







Appraisal of quality 
 An overall assessment of confidence was made for the six aggregated findings of 
the included studies employing Lewin et al.’s (2015) GRADE-CERQual qualitative 
research appraisal tool in Table 2.  
Data Extraction   
 Each included study’s full text was reviewed and relevant data extracted by the 
primary researcher, including title, author(s), country of origin, qualitative methodology, 
sample size and characteristics, theoretical framework, thematic or category results and 
conclusions. Included studies’ data were divided into Tables 3 and 4 to reflect differences 
in their sample characteristics. The sample populations for the five studies in Table 3 
included only registered nurses (RNs) and licensed practical nurses (LPNs). The sample 
populations for the twelve studies in Table 4 included RNs, LPNs, certified nurse’s aides, 
physicians and other LTC staff.  Though LPNs do not have the same level of education or 
scope of practice as RNs, they play a significant role in supporting RNs' work educating, 
communicating and collaborating with residents and their families, which warranted 
grouping them together in Table 3. The data extracted from the 12 studies in Table 4 
focused on their findings pertaining to LTC nurses’ EOL care communication experience. 
 Only four studies in Tables 3 and 4 expressly grounded their research in theory, a 
weakness given that theoretical frameworks are the interpretative lens through which 
qualitative researchers analyze participant data in phenomenological, ethnographic and 





al., 2016), Goffman’s dramaturgical model of social interaction (Oliver et al., 2006), 
interpretive constructionism (Walter, 2017), and symbolic interactionism (Funk et al., 
2018). The included studies represent a broad geographic range of eight countries on 
three continents. A total of 324 nurses were included in the studies’ samples, with a range 
from N = 3 to 106. The 11 studies that reported their sample population’s gender and 
experience were predominantly female, ranging from 77% to 100%, with an average of 
twelve years’ LTC experience. Five studies in Table 4 did not provide sample 
information about participants’ age, gender or staff role, limiting their transparency and 
their findings’ dependability (Bauer et al., 2014; Cable-Williams, & Wilson, 2017; 
Hanson, & Henderson, 2000; Majerovitz et al., 2009; Oliver et al., 2006). Only four 
studies focused on EOL care communication in LTC (Majerovitz  et al.; van Soest-
Poortvliet et al., 2015; Walter, 2017; Ward-Griffin et al., 2003). Most included studies 
described LTC nurses’ EOL care experience, which encompassed but was not limited to 
communication with residents and their families (Andersson et al., 2018; Bauer et al.; 
Cable-Williams, & Wilson; Cagle et al., 2017; Emilsdóttir, & Gústafsdóttir, 2011; Funk 
et al.; Hanson, & Henderson; Kaasalainen et al., 2007; Kupeli. et al., 2016; Lopez, 2007; 




























 The data were analyzed initially by the primary researcher and then reviewed by 
the secondary researchers. Communication was the overarching theme of the studies, 
explicating prognosis, expediting initiation of palliative care and symptom management, 
identifying residents’ EOL care needs, and supporting resident-centered EOL care. 
Nurses develop close, trust-based bonds with residents and families in a continuous, 
relational process built from admission onwards (Funk et al., 2018). Communication 
facilitators in EOL care planning are adequate chronological and experiential time, 
presence and candor with residents and families, nursing competence, interdisciplinary 
teamwork, organizational flexibility, relational trust, continuity in care assignments and 
ongoing, timely assessments of evolving conditions and prognosis.  Communication 
barriers in EOL care are regulatory and bureaucratic burdens, high nurse-resident ratios 
indicative of understaffing, unreasonable workflow demands, families’ lack of 
knowledge of EOL care, lack of organizational support, lack of collaboration amongst 
stakeholders, anxiety, depression and the cumulative impact of grief on nurses from 
resident deaths.  
 Nurses in LTC strive to be proactive EOL care advocates for and with residents, 
yet they also express the need for ongoing education, resources and organizational 
support to become more effective EOL care advocates. Nurses in LTC experience 
personal and professional benefits from leading EOL care communication, including 
feelings of generativity, increased self-efficacy, growth, vocational satisfaction and they 





burdens, including feelings of depletion and stress, caring for residents with complex 
needs, coping with discordant or absent families, moral and ethical distress, 
powerlessness and dissatisfaction with organizations that prioritize financial performance 
or undermine nurses’ scope of practice.  
 From this analysis of the qualitative studies’ data, five concepts and one construct 
were synthesized. 
Concept: Communication  
 Communication was a primary enabler of goal-concordant EOL care, engendering 
comprehension and collaboration. “Communication was the core category supporting the 
formation of constructive relationships” (Bauer et al., 2014, p. 564). This review found 
fairly consistent descriptions of LTC  nurses’ EOL care communication facilitators and 
barriers. Some barriers to communication were unique to specific relationships. “Nurses 
perceived that residents suffered because family members interfered with their efforts to 
comfort the residents” (Lopez, 2007, p. 145). Other barriers were organizational or 
systemic, such as understaffing and workflow demands, “Residents in long-term care 
facilities are increasingly sick and need increasing amounts of help. However, resources 
do not increase as tasks progress” (Midtbust et al., 2018, p.4). Nurses identified 
interprofessional collaboration, time, and continuity in resident care assignments as 
facilitators for EOL care communication. “Nursing staff should have stable assignments 
to facilitate team building and to allow them to get to know residents” (Majerovitz et al. 
2009, p.19). 





 Nurses in LTC were the EOL care leaders in LTC, adopting a proactive role in 
palliative care symptom management and resident advocacy to ensure goal-concordant 
care. “RNs were the pillars of care for the dying elderly in the nursing home, …(they) 
played a crucial role in the analysis of impending deaths and proper responses to them. 
The registered nurses were usually the first people to realize that it was time to initiate 
end-of-life care” (Emilsdóttir & Gústafsdóttir, 2011, pp. 409-410). 
Concept: Preparation, Resources & Organizational Support  
 With adequate time, education, preparation and organizational support, LTC 
nurses developed mutually respectful, trust-based relationships with residents and 
families, felt empowered to probe comprehension, communicated openly and 
compassionately with residents and families around EOL care planning. “When 
employees are appropriately supported, (they) accurately interpret, assess and meet 
individual emotional needs” (Funk et al., 2018, 525). The effects of organizational culture 
on EOL care communication was noted in multiple studies “Characteristics of the LTC 
setting influenced the dying experience” (Hanson & Henderson, 2000, p. 231). 
Concept: Continuous, Relational Process  
 Communication about EOL care planning is a continuous, relational process, 
building trust with all stakeholders from admission onwards (Funk et al., 2018). Multiple 
studies observed that trust-based relationships develop and deepen EOL care 
communication. “Enhancing their trust and sense of security promotes reassurance, 





(Funk et al., 2018, 523). “Staff members can, and do, form close affectionate ties with 
patients and families” (Cagle et al. 2017, p. 206). 
Concept: Benefits & Burdens  
 EOL care and communication affects nurses personally and professionally 
(Karlsson et al., 2017). “They often described their relationships with certain residents 
similar to familial relationships, such as mother or grandmother… like a mother who 
nurtures a baby” (Lopez, 2007, p. 146). However, LTC nurses also experience  additional 
stressors. “Nurses, like others who are faced with loss, need their grief acknowledged and 
adequate support provided to them so they can manage afterwards… LTC nurses are 
particularly vulnerable to moral distress and emotional burnout” (Kaasalainen et al., 
2007, p. 179). 
Construct: Time  
 In every study in this review, time was observed to be both a facilitator and 
barrier of EOL care communication. From these aggregated findings, time is inferred as a 
construct that moderates EOL care communication between LTC  nurses, residents and 
their families. As a construct, time has two dimensions: chronological and experiential. 
Chronological time facilitates communication, measures prognosis and life expectancy, 
and fosters relational trust. Experiential time develops nurses’ communication skills, 
EOL care knowledge and capacity for presence and awareness. “Nurses’ attitudes have a 
tendency to change over time related to their death and dying experiences” (Walter, 2017, 
p. 33). When communication facilitators are operational, nurses perceive more time 





you begin to think maybe there is more time than you thought” (Cable-Williams & 
Wilson, 2017, p. 6). Conversely, EOL care communication barriers lead to nurses 
perceiving less time available for communication. “When ‘caring about’ is not an 
organizational imperative (and when there is little time or space for this work), authentic 
emotional care may be more difficult to achieve” (Funk et al., 2018, p. 524). Future 
research may benefit from examining the effects of time in relation to LTC nurses’ 
observations of EOL care communication facilitators and barriers. 
Theoretical Application 
 Applying symbolic interactionism to this review’s findings, LTC nurses observe 
the varied meanings residents and families bring to their lived EOL care experience, 
including meanings derived from close relationships, life purpose, anticipatory grief, 
existential and psychospiritual reflection, uncertainty, hope, gratitude, reconciliation and 
suffering. As a resident’s health declines and mortality salience increases, these meanings 
change for all stakeholders. This review demonstrates that nurses in LTC are not only 
mediators of meaning as objective third-party facilitators, but also personally affected by 
EOL care’s meaning–interaction process. These nurses reevaluate personal and 
professional meanings they ascribe to EOL care, including grief, loss, psychospiritual 
beliefs, as well as their vocational purpose, moral and ethical principles. Every person in 
the nurse-resident-family triad imbues EOL care communication with their own 
meanings, which evolve intra- and interpersonally through their interactions.  





Despite the positive association between LTC RNs' experience and efficacy of 
EOL care communication (Efstathiou, & Walker, 2014; Gilstrap, & White, 2014; Sharp 
et al., 2013), only two of the included studies’ samples focused exclusively on LTC RNs 
(Emilsdóttir & Gústafsdóttir, 2011; Ward-Griffin et al., 2003). Thus, there is an indicated 
gap in nursing research knowledge about the strategies and facilitators they employ to 
overcome obstacles and facilitate EOL care communication with residents and families. 
Due to the complexity of the LTC EOL care communication process, developing 
knowledge and measuring the contributions of its individual components is challenging 
(Hickman et al. 2019). Describing the components and process employed by these nurses 
in future research would be a significant first step towards sequencing efficacious 
communication processes and measuring each component’s relative contributions. Such 
research could benefit from applying qualitative research methodologies to elucidate 
factors that aid or impede nurses’ relational processes to build rapport and trust with LTC 
residents and families, necessary for effective EOL care planning and documentation 
(Dinç & Gastmans, 2013; Strang et al., 2014). Employing an interpretive 
phenomenological interview methodology within a constructionist framework would 
permit a rich description of successful facilitators and strategies applied by LTC RNs 
with at least 2 years of LTC clinical practice experience. The outcome of this research 
could be used to improve the design and measurement of LTC EOL care communication 
interventions (Strang et al., 2014). 





 Nurses in LTC need adequate education, preparation and organizational support 
to communiicate with residents and families regarding EOL care planning and 
documentation. Specifically, improving interprofessional collaboration, allowing 
sufficient time for communication, and ensuring continuity in resident care assignments 
enhance LTC nurses’ capacity to develop trust-based relationships. Advocating for 
residents in EOL care carries benefits and burdens for nurses. Encouraging their 
expression or articulation could promote self-care and resiliency for LTC nurses and 
improve work satisfaction. Explicating LTC nurses’ EOL care communication process 
might accomplish quadruple-aim objectives for nursing practice: reducing utilization 
inconsistent with residents’ goals of care, supporting nurses’ job satisfaction and 
resiliency, improving goal-concordant outcomes and residents’ satisfaction with EOL 
care.  
Implications for Nursing Education  
 Most undergraduate and graduate nursing education programs include therapeutic 
communication skills and hospice education, but not all nurses in LTC perceive that their 
academic education prepares them to initiate or sustain EOL care communication as the 
primary nexus for communication and care planning (O'Conner-Von & Bennett, 2020).  
It is imperative that nursing education programs partner with practice professionals to 
create safe learning environments, while using evidence-based and innovative strategies 
such as end-of-life simulations to prepare nurses in the art and skill of EOL 
communication  (Carman, et al., 2016; Isaacson & Minton, 2018; Ladd et al., 2013).  In 





of-Life Nursing Education Consortium (ELNEC, n.d.) provide continuing education for 
LTC nurses to acquire the skills, resources and confidence to initiate and sustain EOL 
care communication with residents and their families.   
Strengths and Limitations  
 The studies included in this review have several limitations. First, describing EOL 
care communication was the primary objective in only two studies, limiting the 
dependability of this review’s aggregated findings to broader conclusions about LTC 
EOL care communication processes. Second, 12 studies’ findings are based on the 
experiences of multiple LTC staff, limiting the confirmability and transferability of this 
review’s aggregated findings to the population of LTC nurses. Third, 13 studies did not 
provide a theoretical framework through which their data were analyzed or conclusions 
drawn. This critical review process has several limitations. First, qualitative studies of 
nurses’ EOL care experience in LTC settings are conducted and published by researchers 
in multiple, diverse disciplines, thus it is likely this review may have missed existing 
pertinent studies. Second, this review was limited to peer-reviewed published studies and 
does not include data from grey literature or unpublished studies.    
     Despite these limitations, this review possesses several strengths. First, its data are 
drawn from 17 qualitative research studies in eight countries, presenting a global body of 
data. Second, 11 studies were published in the last ten years, thus most of the findings 
represent recent research in EOL care communication in LTC settings. Third, the 
GRADE-CERQual critical appraisal tool was used to assess confidence in the studies’ 





Conclusions & Relevance 
 This review revealed a gap in nursing research literature regarding the unique 
perspective and knowledge of experienced LTC RNs in initiating and sustaining EOL 
care communication with residents and their families, indicating a need in the literature 
for knowledge about this phenomenon. The facilitators and barriers LTC nurses 
experience in EOL care communication were analyzed and summarized. With 
experience, nurses in LTC become proactive advocates for residents, leading EOL 
communication to ensure residents’ goals of care are met. Ongoing EOL care 
communication results in professional and personal benefits and  burdens for LTC nurses, 
and the quality of EOL care communication is affected by the organizational resources, 
support and education they receive. The construct of time was identified, with LTC 
nurses perceiving more or less of it available depending on the  prominence of 
communication facilitators or barriers, respectively. Applying symbolic interactionism to 
this review’s findings, the meanings LTC nurses, residents and families derive from 
communication about EOL care evolve over time. These findings are significant due to 
the current, pressing need to understand the facilitators and process that experienced LTC 
nurses use to overcome obstacles to effective EOL care communication. Future research 
could apply qualitative research methodologies to describe the EOL care communication 
factors that aid LTC RNs in building rapport with residents and families which could 
inform clinical practice guidelines and EOL care nursing education and enhance LTC 
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A Novel Application of Secure Videoconferencing Technology in a Study of Nurses’ 
Communication About End-Of-Life Care 
 
Overview 
 Chapter 3 presents manuscript 2, a synopsis of the implementation of a qualitative 
research study during the COVID-19 pandemic while adhering to public health and 
institutional research guidelines and contact restrictions. The results of Chapter 2, 
manuscript 1, suggested a gap in nursing knowledge regarding LTC registered nurses’ 
communication with residents and families regarding EOL care preferences and planning. 
Ten long-term care registered nurses were individually interviewed virtually via a secure 
videoconferencing software application to gather phenomenological data about their EOL 
care communication experiences residents and families.  








Chapter 3 Summary 
 An innovative application of a videoconferencing software application permitted 
the collection of real-time qualitative research data during the COVID-19 pandemic 
while adhering to public health and institutional research guidelines and contact 
restrictions. Ten long-term care registered nurses, each with more than two years of 
clinical experience, described their EOL care communication experiences with residents 
and families. Participants were individually interviewed virtually using a secure 
videoconferencing application. Nurse participants were uniformly positive about the 
convenience, quality, interactivity and security of this method of data gathering, 
perceiving no difference between virtual and in-person interviews. Virtual, secure 
videoconferencing’s benefits for qualitative research include immediacy, convenience, 
interactivity, safety and security, while also presenting challenges from internet 
instability and limited presence. Suggestions were offered for conducting future virtual 
nursing qualitative research. Gathering data via virtual videoconferencing could have a 













 Nursing research has been significantly restricted during the recent COVID-19 
virus (COVID) pandemic in the United States to adhere to public health guidelines and 
mandates limiting physical contact and communication with nurses, patients and other 
healthcare professionals, restricting qualitative research such as in-person interviews to 
gather data. The gap between gathering timely information nursing science needs and 
conducting safe, secure research impacts nursing scientists’ ability to generate 
knowledge, including about COVID’s effects on nurses and their relationships with 
patients and families. Given the disproportionate impact of the COVID virus on older 
adults’ health, this gap has consequences for gerontological nursing in long-term care 
(LTC) settings. Nursing scientists need to understand the COVID pandemic’s effects on 
nurses and nursing in LTC to adapt and improve nursing education, policy and practice in 
preparation for future events.  
 Due to their role as a nexus for care management, planning and education, 
registered nurses in LTC settings are crucial to end-of-life (EOL) care communication, 
facilitating resident and family comprehension and communication about EOL care 
preferences to encourage collaboration on resident-centered, goal-concordant EOL care 
(Gilissen et al., 2017; O’Conner-Von & Bennett, 2020; Towsley et al., 2015). 
Experienced LTC nurses acknowledge the necessity of a continuous communication 
process with residents, families and surrogates to advocate for resident-centered goal-
concordant EOL care (Hov et al., 2009; Towsley et al.). Prior to the COVID pandemic, 





including time constraints, lack of training and fragmented communication patterns 
(Karlsson et al., 2017; Towsley et al.). There is a gap between the need for EOL care 
planning communication in LTC and nurses’ capacity to initiate or sustain it (Gilissen et 
al.,). This gap has significant consequences for all stakeholders in LTC, negatively 
impacting residents’ quality of care, resident and family or surrogate satisfaction with 
EOL care and nurses’ work satisfaction and resiliency (Hov et al.; Lund et al., 2015; 
OʼConner-Von & Bennett; Towsley et al.).  
 The pressing need to understand the facilitators and processes experienced LTC 
nurses use to initiate and sustain EOL care communication has become more acute due to 
the clinical, social and organizational effects of the COVID pandemic on nurses, 
residents and their families (Curtis et al., 2020).  However, due to public health mandates 
regarding contact restrictions and isolation for residents, nurses and other staff in LTC, 
conducting in-person interviews with LTC nurses to gather timely, necessary data is not 
currently feasible. One novel solution to this dilemma is to conduct qualitative research 
individual interviews virtually, using secure videoconferencing software applications 
such as Zoom (2020). 
 Purpose: This paper discusses some of the benefits and challenges observed while 
conducting a qualitative research study with registered nurses in LTC virtually via a 
secure Zoom videoconferencing software application. Nurse participants were 
individually interviewed virtually to gather phenomenological data about their EOL care 
communication experiences residents and families. Though qualitative research in LTC 





nurses about EOL care (Hov et al., 2009; Touhy et al., 2005), none have focused on 
nurses’ communication process and none have been conducted virtually.  
Background  
 Residents in LTC and their families need timely, relevant information and support 
to comprehend the relative risks and benefits of the resident’s EOL care options, and 
communicate their preferences (Towsley et al., 2015). Yet, they are reluctant to initiate 
EOL care discussions, waiting for healthcare professionals to initiate them (Gilissen et 
al., 2017). This problem has been exacerbated by communication and interaction 
restrictions for nurses, residents and families during the COVID pandemic (Curtis at al., 
2020). Gerontological nursing in LTC settings during the COVID pandemic has been 
negatively impacted by increased resident morbidity and mortality, staff and resident 
virus infection and illness, fewer or virtual interprofessional support services, resident 
isolation and increased nursing workloads. At the same time, nurses in LTC must ensure 
residents receive mandated EOL care planning interventions, including discussion of 
advance care directives (Center for Medicare & Medicaid Services, 2017). However, it is 
estimated that less than 50% of the United States’ 2.1 million LTC residents have 
completed advance directive documentation (Centers for Disease Control and Prevention, 
2016).  
Method 
 Design: This study employed an interpretive phenomenological qualitative 
research design, a systematic, intersubjective study of individuals making meaning from 





method for gathering data from LTC nurses on the dynamic reality of EOL care 
communication with residents and families, which evolve over time. Accessing LTC 
nurses’ intent, motivation and meaning, through phenomenological interviews was 
crucial to understanding their processes to initiate and sustain EOL care communication 
and their developed knowledge to overcome extant obstacles to EOL care discussions 
with residents and families (OʼConner-Von & Bennett, 2020; Towsley et al., 2015).  
 Virtual Research: This study was an innovative application of virtual 
videoconferencing software application to conduct and record qualitative research 
interviews with LTC registered nurse participants. The use of virtual videoconferencing 
software application allows researchers to conduct participant interviews safely and 
securely, while adhering to public health guidelines and restrictions during the COVID 
pandemic and following institutional standards for human subject research and data 
privacy. Conducting virtual videoconferencing interviews permitted gathering real-time 
data about its impact on EOL care communication in LTC during the COVID pandemic. 
Virtual videoconferencing technology permitted each nurse participant greater flexibility 
in choosing the most convenient time and place to conduct their individual interview.  
 Feasibility: The researchers, all affiliated with the University of Minnesota School 
of Nursing, recently conducted a critical review of qualitative research studies of EOL 
care communication between nurses, older adult residents and their families in LTC 
(Bennett et al., in press). In 2019, two of the researchers conducted focus group study 
with 14 registered nurses in LTC regarding their communication strategies with older 





2020). They found that LTC nurses used persistent, consistent communication with all 
stakeholders to advocate for goal-concordant EOL resident care, even though initiating 
and sustaining EOL care communication was challenging and exacting.  
 
Figure 1 - Participant Interview and Demographic Survey Questions 
 Participants: The study used a purposive sample of volunteer registered nurse 





2 years of LTC experience employed by a LTC organization with multiple facilities in the 
Upper Midwest. Based on O’Conner-Von & Bennett’s (2020) and Peden-McAlpine et 
al.’s (2015) qualitative research individual interview studies about nurse-patient 
communication, it was estimated that a sample of 8-12 participants from a diverse LTC 
nurse population would be required to achieve data saturation. If necessary, additional 
eligible LTC nurses could be interviewed until saturation was achieved.  
 Recruitment: The study‘s recruitment and enrollment protocols and procedures 
were approved by the Institutional Review Board at the University of Minnesota. A 
private Minnesota-based LTC organization supported this study’s participant recruitment 
and enrollment. To ensure participant safety and adhere to public health guidelines 
restricting in-perron interaction, eligible participants currently employed by this LTC 
organization were recruited by email with the support of the nursing leadership at each 
facility. Recruitment emphasized the study’s potential research benefits: (1) the 
opportunity to explore and describe participant’s EOL care communication experience; 
and (2) participant’s insights and knowledge would be disseminated, contributing to the 
breadth and depth of LTC nursing knowledge and science. Eligible nurses who 
volunteered to participate were enrolled through email communication following study 
protocols. Communication with eligible participants included their acknowledgement of: 
(1) the study’s purpose; (2) researchers’ affiliation with the University of Minnesota 
School of Nursing; (3) protocols to assure participant confidentiality through de-
identification procedures, data safety and  secure data storage; (4) video recording of their 






 Each participant interview was conducted by the primary researcher following 
Van Manen’s (1990) interpretive phenomenological interviewing guidelines using their 
lived experience descriptions to constitute the phenomenon and elucidate their 
experientially developed knowledge and attached meaning. To minimize participant 
burden, increase their safety, privacy and convenience, interviews were conducted 
virtually at a time chosen by the participant. To ensure every participant received the 
same informed consent and enrollment procedures, participants were notified prior to 
their interview by email and then verbally at its outset that their interview would be 
conducted and recorded on the University of Minnesota’s secure Zoom (2020) 
videoconferencing software application. Participants also received an email 
communication from the primary researcher prior to their interview with: (1) an 
electronic calendar invitation with the date and time for their interview; (2) instructions 
for downloading the Zoom client software application; (3) the unique internet hyperlink, 
generated by the primary researcher, that enabled their device to access the secure 
interview; and (4) a summary of the study protocols, informed consent procedures and 
initial interview and demographic survey questions (Figure 1). Individual interviews took 
up to 90 minutes and followed interpretive phenomenological interviewing guidelines, 
with question prompts that focused the interview on the phenomena of interest (Rubin & 
Rubin, 2012). A modest financial incentive was offered to each participant by the 
primary researcher from personal funds at the end of their interview as a token of 





contractor with substantial experience in transcribing videoconferencing interview 
recordings. For quality assurance, researchers reviewed interview transcriptions to verify 
their fidelity to the video recording. Interview data security and integrity were ensured by 
restricting access to recordings and transcripts to the researchers, and by following the 
University of Minnesota School of Nursing’s institutional guidelines to protect data 
privacy in research studies. 
Results  
 Ten registered nurse participants from an urban, suburban and rural LTC facility 
were electronically enrolled via email and individually interviewed via the University of 
Minnesota’s Zoom (2020) videoconferencing software application. All participants 
acknowledged they approved recording their interview and none expressed reservations 
or concerns regarding data security during their interview or storage of its recording 
afterwards for transcription and analysis. Participants were enrolled until transcribed 
interview textual data and interviewer field notes indicated that sufficient data had been 
generated to achieve thematic saturation. Saturation was reached when participants’ 
language content did not reveal any novel data. Each participant subsequently had an 
opportunity to review their interview transcription to offer feedback, clarify language and 
meaning, or stimulate additional contributions from their experience. In addition to 
interview questions regarding their experience communicating with residents and their 
families about EOL preferences and goals, each participant was asked about their 






 Interview participants expressed positive reactions to conducting their individual 
interview virtually via Zoom’s (2020) videoconferencing software application, almost 
preferring the virtual method for its convenience. Participants did not perceive any 
difference in visual or audio quality between virtual and in-person interviews. They 
observed that videoconferencing combined the immediacy and presence associated with 
in-person interviews with the convenience, security and safety of scheduling and 
conducting their interview at a time and place convenient for both their work and 
personal schedules. Four of the 10 participants chose to be interviewed in a non-work 
setting, most at home. Nurse participants’ verbatim comments and observations regarding 
conducting their interview virtually via videoconferencing versus in-person are 
summarized in Table 1. 
Table 1 – Participant comments on conducting an interview virtually via 
videoconferencing 
Nurse Participant Verbatim Participant Comments (line numbers from 
transcribed interview or email response) 
2 “Honestly I do not feel that the Zoom format was any different.  
Perhaps that is because this is simply the world we live in 
now!” (email) 
3 “I really liked the Zoom option though! It was very personal 
and felt authentic. I did not mind it at all.” (email) 
4 “No difference with in-person interview.” (email) 
5 “I don’t think there’s any difference, because I can see you. 
Well, if it’s on the phone it’s another thing, but if I can see you 
and you can see me, I don’t see that it’s much different, 
actually.” (853-855) 
6 “I like Zoom. Yeah, absolutely. I just did a beginning yoga 
online class [before this interview].” (785) 





8 “This is my second time being on Zoom, I was very nervous 
for the technical part of it, but I figured it out, and once I got 
that I was fine. It is nice being able to actually see your face 
instead of just over the phone, because sometimes that’s just 
hard to know did you want more…it’s like I’m sitting across 
the table from you.” (810-818) 
9 “With Zoom…I’m looking at you and I’m seeing who is 
interviewing me. It’s more like we’re doing it in 
person…[we’re] able to have that interaction…. It’s almost 
better because I can do it anywhere, anytime.” (666-675) 
 
Discussion 
 Nurses in LTC face communication challenges to due to workflow demands, 
nurse-patient staffing rations and regulatory burdens (O’Conner-Von & Bennett, 2020; 
Towsley et al., 2015). Since the outbreak of the COVID pandemic in March 2020, nurses 
have coped with increased patient mortality and social isolation which have added to 
nurses’ stress (Curtis et al., 2020). Participating in in-depth qualitative research 
interviews at any time presents LTC nurses  with additional personal and professional 
time-management challenges. During the COVID pandemic, public health guidelines and 
restrictions on access to healthcare facilities have resulted in research studies being 
suspended or postponed. Conducting in-depth, in-person qualitative research interviews 
safely for LTC nurse participants is not currently feasible. However, this novel 
application of a virtual videoconferencing software application permitted qualitative 
research to be conducted with LTC nurses safely and securely. This study employed this 
innovative research method to yield qualitative textual data about nurse-resident EOL 
care communication that will be analyzed and presented in the future. Though this 





videoconferencing was uniformly positive, akin to an in-person interview, and 
participants indicated they preferred virtual research due its increased convenience. This 
study gave the researchers an opportunity to learn about effectively employing virtual 
videoconferencing as a method for conducting future qualitative research. The primary 
researcher’s and participants’ observations of the benefits and challenges of employing 
this data gathering method, summarized below, are consistent with extant literature on 
employing Zoom videoconferencing software to conduct qualitative research interviews 
with clinical nurses (Archibald et al., 2019). 
 Benefits: 
1) Immediacy - virtual research via videoconferencing software application allows 
researchers to gather data about phenomena and experiences immediately from 
participants, obviating travel and other in-person research burdens while permitting real-
time research regardless of researcher or participant location or contact restrictions. This 
was a significant benefit for the researchers and participants. 
2) Convenience – videoconferencing software applications permits data gathering 
according to participants’ schedule and needs, reducing participant burden. This was 
noted by participants as a significant benefit. 
3) Interactive – recent technological advances in videoconferencing software applications 
means researchers and participants can verbally and visually interact with each other 
face-to-face in real-time, providing an interactive experience for both parties. 
Videoconferencing interactivity is an improvement over telephonic interview methods. 





4) Safety – virtual data gathering allows participants and researchers to interact safely, 
decreasing exposure to hazards and other factors which might impinge on their respective 
safety and wellbeing. 
5) Security – videoconferencing software applications such as Zoom allow secure data 
gathering in password-protected interviews designed to enhance security of participant 
data. Utilizing secure cloud-based storage of recorded video interviews enhances 
participant data security. 
 Challenges: 
1) Internet instability – virtual videoconferencing interviews requires stable, robust 
internet capacity for researcher and participant interactivity. Latency in communication 
was an occasional  challenge for the primary researcher and participants, depending on 
their respective location, requiring occasional repetition of questions and answers by 
both.  
2) Limited presence – The primary researcher’s reflexive field notes occasionally 
questioned whether the interview’s virtual nature may have diminished the experience of 
interpersonal presence compared to being in the same room. However, video recordings 
show both parties observing pauses for reflection and expressing a full range of emotions 
throughout the course of the interviews. 
Tips for Conducting Virtual Qualitative Research 
 Conducting qualitative research virtually with nurses in LTC was a novel 
experience for both participants and the researchers. Conducting a meeting or interview 





software application. Based on the experience of conducting this qualitative research 
study virtually, below are suggestions for conducting future virtual qualitative research:  
1) One-to-one interaction is preferrable – The virtual dyadic interviews worked in part 
because the primary researcher and participant could focus on each other exclusively; 
latency, or lag in interactive communication was also minimized. If this study was 
conducted with multiple, simultaneous participants, such as in a focus group, 
interpersonal presence, verbal and non-verbal interactions might have been reduced. 
2) Reduce background noise and distraction – Decreasing the primary researcher’s visual, 
acoustic and other background distractions by choosing a private, neutral, quiet space to 
conduct interviews, and ensuring the researcher’s camera, microphone and lighting were 
optimized helped participants focus on the interview topic.  
3) Be prepared to exert more energy and effort to communicate – The primary 
researcher’s reflexive field notes observed that more expressive energy used in interviews 
often resulted in more participant engagement and expression. Researchers displaying 
more energy verbal and non-verbal communication energy may result in participant 
reciprocity with more engagement and focus.   
4) Pause the interview and reconnect at a better time if necessary – Unforeseen 
interruptions or technological difficulties may prevent completion of an interview. 
During the course of this study, two interviews had to recess and restart at a later time to 





5) Maintain a flexible schedule – Ensuring participant convenience and safety in 
scheduling and conducting their interview required the primary researcher to maintain a 
malleable calendar to accommodate participants. 
6) Know your participants, set expectations – Having participants complete a pre-
interview demographic survey of pertinent education and experience helped the 
researchers understand participants’ unique background and make efficient use of 
interview time. Initial interview questions were provided prior to interviews to encourage 
participant preparation and set expectations. 
Conclusion 
 An innovative application of a videoconferencing software application permitted 
the collection of real-time qualitative research data during the COVID-19 pandemic 
while adhering to public health and institutional research guidelines and contact 
restrictions. Ten LTC registered nurses, each with more than two years of clinical 
experience, described their experiences communicating with older adult residents and 
their families regarding EOL care planning. Participants were individually interviewed 
virtually using the University of Minnesota’s secure Zoom videoconferencing application 
following an interpretive phenomenological framework. Nurse participants were 
uniformly positive about the convenience, quality, interactivity and security of this 
method of data gathering, perceiving no difference between virtual and in-person 
interviews. This technology offers a safe, secure and effective method to gather 
qualitative data, even during the COVID pandemic. Virtual, secure videoconferencing’s 





security, while also presenting challenges from internet instability and limited presence. 
Suggestions were offered for conducting future virtual nursing qualitative research. 
Gathering data via virtual videoconferencing could have a positive impact on the safety, 
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Long-term Care Registered Nurses' End-of-life Care Communication Experiences 
with Residents and Families:  




 Chapter 4 presents the results of a research study describing LTC registered 
nurses’ experience communicating with residents and their families about EOL care 
preferences and choices to elucidate their experiential knowledge and insights about this 
phenomenon. The background, theoretical framework methods, data analysis and results 


















Chapter 4 Summary 
 Registered nurses lead care planning in LTC, yet there are knowledge gaps 
regarding their communication with residents and families about EOL care preferences. 
Using an interpretive phenomenological framework, a purposive sample of 10 LTC 
registered nurses were virtually interviewed to describe their EOL care communication 
experience. A thematic content analysis employing Parse’s theory of Humanbecoming 
found four concepts: Being Together, Becoming Clear to Become Comfortable, 
Advocacy to Honor Residents and Unique Impact on Nurses, are all part of their 
commitment to a continuous, dynamic EOL care communication process. Nurses commit 
to ongoing whole-person assessment and education, becoming proactive advocates for 
resident-centered, goal-concordant care. Their knowledge is experientially derived as 
their nursing education did not adequately prepare them for EOL care communication or 
complex, multidimensional relationships with residents and families. Further research is 
needed to evaluate the nature and interaction and relative contribution of the components 













 End-of-life (EOL) care for chronically ill older adult residents diagnosed with 
multiple co-morbidities who reside in long-term care (LTC) facilities is a complex 
process that unfolds over time (Amblàs-Novellas et al., 2015). Staff, residents and 
families in LTC recognize that communication to guide and inform residents’ EOL care 
preferences and choices reduces uncertainty in EOL care decision-making and improves 
perceptions of quality of EOL care, yet this communication remains challenging due to 
clinical uncertainty surrounding residents’ final stages of life (Amblàs-Novellas et al.; 
Brazil et al., 2017). Through advance care planning (ACP) is regarded as a standard 
intervention for determining and documenting LTC residents’ EOL care preferences, 
there are few high-quality guidelines for initiating ACP, evaluating patients’ mental or 
communication capacity to engage in ACP, sustaining conversations, recording care 
preferences or including family in decision-making processes (Piers et al., 2018).  
 For the purposes of this study, several terms were defined. Residents were defined 
as seriously ill older adults residing in LTC while living with at least one advanced-stage 
disease or multimorbidity frailty. Family was the social group, including surrogates, 
designated by the resident to make their health care decisions if they became 
incapacitated. End-of-life referred to the timespan from weeks to years that residents live 
in a state of declining health. Long-term care referred to temporary or permanent 
residential healthcare facilities, including skilled nursing, memory care and assisted 
living. An operational definition of EOL care communication was an iterative, discursive 





resident’s treatment choices and preferences to guide their EOL care, informed by the 
resident’s values and goals.  
 Demographic trends show progressive aging of the U.S. population and a 
significant increase in the number of adults with multiple co-morbidities and advanced 
chronic disease living in LTC facilities (Amblàs-Novellas et al., 2015; Centers for 
Disease Control and Prevention, 2016). Under the Center for Medicare & Medicaid 
Services’ 2017 regulations, U.S. LTC facilities are required to provide ACP services to 
all their residents (Center for Medicare & Medicaid Services, 2017). Engaging in ACP 
and related communication in LTC to determine EOL care preferences is associated with 
improved EOL care outcomes for residents (Dixon et al., 2018). Similarly, resident and 
family satisfaction with the quality and goal-concordance of EOL care are also associated 
with communication about resident EOL care preferences and choices (Gilissen et al., 
2017; Towsley et al., 2015). However, it is estimated that less than 50% of the current 2.1 
million U.S. LTC resident residents have completed an advance directive, with little 
variation between healthy and chronically ill adults (Rao et al., 2014; Yadav et al., 2017). 
 In LTC settings, registered nurses lead resident care rather than doctors (Hanson 
& Henderson, 2000). With their unique professional role and relationship with residents, 
registered nurses are a nexus for EOL care communication and a decision-making 
facilitator with residents and their families (O’Conner-Von & Bennett, 2020). Effective 
EOL care planning interventions in LTC are associated with nurses’ cumulative 
experience and willingness to initiate these discussions (Gilissen et al., 2017; Towsley et 





communicating with residents and families about EOL care preferences and documenting 
their choices due to systemic and individual barriers. Nurses in LTC face multiple 
barriers to communication and relationship formation with residents and families, 
including time and workflow constraints, lack of EOL care communication training and 
fragmented communication patterns with residents, families and other clinical staff (Lund 
et al., 2015; Towsley et al.). Kim et al. (2015) noted that even though documenting LTC 
residents’ EOL care preferences increased the probability residents would receive goal-
concordant EOL care, nurses had difficulty interpreting and explaining POLST care 
options to them and their families. The unpredictability of a resident’s future prognosis 
and complex contingencies within each comorbidity presents another obstacle to LTC 
nurses’ efforts to educate residents and families about their EOL care options (Barnato, 
2017). Barnato also found LTC residents’ and their families’ lack of familiarity with the 
impact and consequences of their possible choices challenged their comprehension of 
EOL care planning. Residents in LTC and their families need timely, relevant 
information and support to understand the relative risks and benefits of their EOL care 
options and communicate their preferences and decisions (Towsley et al.). However, LTC 
residents and their families are reluctant to initiate EOL care discussions, waiting for 
clinicians to initiate them (Sharp et al., 2013). Dinç & Gastmans (2013) concluded that 
developing a close, trust-based relationship between nurse and patient was crucial for 
care planning and management. Ingravallo et al., (2018) emphasized the importance of 
the LTC nurse-resident relationship in designing EOL care communication interventions, 





hopes, future plans and attitudes are all important to support effective EOL care 
communication.   
 Jimenez et al.’s (2019) comprehensive synthesis of 80 systematic reviews 
covering 1,662 studies of ACP revealed major knowledge gaps about EOL care 
communication initiation, timeliness, optimal content, and impact. Measuring the relative 
contributions of individual components within complex ACP interventions in LTC is an 
ongoing challenge (Hickman et al., 2019). The shortcomings of current EOL care 
communication interventions in meeting their objectives points towards the difficulty of 
implementing communication necessary to foster comprehension and collaboration 
between LTC nurses, residents and families. Current ACP interventions are not a 
complete solution for elucidating LTC residents’ EOL care preferences and focusing on 
advance directive documentation as the output of ACP diminishes the value of a 
facilitated process that encourages residents and families to reflect on goals of care and 
EOL care preferences. (Swetz et al., 2014). There is a gap between the identified need for 
EOL care communication in LTC  and nurses’ capacity to initiate or sustain it (Gilissen et 
al., 2017; Wenger et al., 2013). This gap has significant consequences for all stakeholders 
in LTC, negatively impacting residents’ quality of care, resident and family satisfaction 
with EOL care, and nurses’ work satisfaction and resiliency (Brinkman-Stoppelenburg et 
al., 2014; Houben et al., 2014; Walczak et al., 2016).  Advance care planning 
interventions’ efficacy in LTC settings have been reported in the literature (Brinkman-
Stoppelenburg et al.; Gilissen et al.; Houben et al.; Klingler et al., 2016; Lund et al., 





been reported, there is a lack of qualitative descriptive knowledge about their experience 
communicating with residents and families regarding EOL care preferences and choices 
(Bennett et al., in press).  
 This study contributes to the developing body of nursing knowledge regarding 
communication for EOL care planning between LTC nurses, residents and their families. 
Describing experienced LTC nurses’ communication strategies and facilitators could 
inform EOL care nursing education, enhance LTC nurses’ capacity to develop trust-based 
relationships essential to EOL care discussions with residents, and improve the efficacy 
of current EOL care communication interventions in LTC. 
Aim 
 Describe LTC nurses’ experience communicating with residents and their families 
about EOL care preferences to elucidate their knowledge and insights about this 
phenomenon. Data collected from individual interviews with a purposive sample of 8-12 
registered nurses with a minimum of 2 years of clinical practice in LTC will be 
thematically analyzed for concepts using an interpretive hermeneutic phenomenology. 
Theoretical Framework 
 Parse’s Theory of Humanbecoming (THB) is the theoretical lens for this study’s 
analysis of LTC registered nurses’ experience of the EOL care planning communication 
process with residents and families (Parse, 1998). Rooted in existential-
phenomenological thought and universal in its application, THB envisions human 
perception of phenomena as cocreated within nurse-patient relationships. The meaning 





specific context or group of people However, THB recognizes that meaning from 
relational experiences is influenced by a person’s time, place and situation. 
Humanbecoming theory is grounded in four principles: (1) all persons are experts in their 
own lives; (2) life and health, or lack of it are a dynamic process of becoming, not a static 
state; (3) nursing’s goal is to enhance quality of life from the patient’s perspective; and 
(4) nursing practice is a mutual process of exploring values and meaning through lived 
experience (Parse, 1998). Humanbecoming was chosen as this study’s theoretical 
framework because it incorporates several aspects of EOL care communication in LTC: 
the dynamic relationship cocreated between nurse and resident as it evolves; a nurse 
striving to understand a resident’s goals and values to advocate for EOL care concordant 
with the resident’s definition of quality of life; and a relational process which that carries 
significant meaning for both nurse and resident. Nurses and residents in LTC form close 
relational bonds that are unique in the spectrum of healthcare settings because they 
interact daily over long periods (O’Conner-Von & Bennett, 2020; Strang et al., 2014). 
Their relational bonds foster mutual trust that facilitates nurses’ comprehension of 
residents’ goals, values and quality of life definition which inform their EOL care 
choices. Their trust-based relationship helps the nurse and resident navigate the dynamic 
evolution of EOL care comprehension and preferences as the resident’s health declines 
over time (O’Conner-Von & Bennett). Communication for EOL care planning between 
nurse, resident and family influences the interpersonal and intrapersonal meanings arising 









 This study used an interpretive phenomenological framework with a purposive 
volunteer sample of LTC registered nurses. Interpretive or hermeneutic phenomenology 
is a systematic, intersubjective study of individuals making meaning from their lived 
experience (Laverty, 2003). Through individual interviews, registered nurse participants 
described their developed knowledge and attributed meaning from their experiences 
communicating with residents and families about EOL care planning. Constructivism 
grounded the analysis of participants’ descriptions of their lived experiences (Bevan, 
2014). Each participant’s interview was conducted by the researcher, following Van 
Manen’s interpretive phenomenological interviewing guidelines (van Manen, 1990). Van 
Manen’s guidelines employ participants’ lived experiences to constitute the phenomenon, 
elucidating their experientially developed knowledge and meaning attached to this 
knowledge. Interpretive phenomenology is the appropriate method for gathering data 
from LTC registered nurses about the dynamic reality of their EOL care communication 
with residents and families. Studying communication within this relational phenomenon 
by other qualitative means, such as observation, would not yield insightful data on this 
phenomenon because participants’ intent, motivation and meaning would be difficult to 
access with other qualitative methods. Intent, motivation and meaning of their developed 
knowledge are crucial to understanding how and when LTC registered nurses choose to 







Ensuring Study Quality Assurance & Rigor  
 This study ensured rigor and quality in its approach, methodology, design, 
reflexivity, interview protocol and analytical interpretation of data to meet the relevant 
Consolidated Criteria for Reporting Qualitative Research (COREQ) criteria for 
qualitative research studies (Tong et al., 2007). Its design and methodology addressed 
Tong et al.’s criteria for enhancing researcher reflexivity, rigorous study design and a 
setting conducive to ensuring quality in data collection, saturation and analysis. Lincoln 
& Guba’s (1985) criteria were employed to increase this study’s dependability, 
credibility, confirmability and transferability. Credibility was enhanced through its 
phenomenological framework; dependability through transparency of its interview 
methodology; confirmability from its articulated processes to improve data accuracy and 
explication of the data’s meaning and thematic analysis; and transferability from ensuring 
this study’s data and findings have relevance and applicability for LTC nursing 
knowledge and practice in all contexts and settings. 
Feasibility  
 Nursing research in LTC has demonstrated the feasibility of gathering qualitative 
evidence from nurses, residents and families about their respective EOL care experiences 
(Dinç & Gastmans, 2013; Touhy et al., 2005), yet none of the literature has focused on 
their communication process (Bennett et al., in press). O’Conner-Von & Bennett (2020) 
conducted a focus group study with 14 registered nurses in LTC who described their EOL 
care communication strategies and practices to clarify residents’ EOL care preferences 





professional and personal toll from the LTC EOL care communication process, 
emphasizing their advocacy for resident-centered EOL care and deep, close relationships 
with residents and families while noting the years of clinical experience needed to 
acquire sufficient communication skills, insight and expertise (O’Conner-Von & Bennett, 
2020). 
Setting 
 Registered nurse participants were recruited from an urban, suburban and rural 
LTC facility in the upper Midwest. These settings were chosen to represent 
socioeconomic and racial diversity in their resident populations. The rural LTC facility, 
with a total of 110 beds and approximately 30 miles from a major metropolitan area, has 
a predominantly Caucasian and socioeconomically diverse resident population. The 
suburban LTC facility, with a total of 190 beds, has a majority Caucasian and 
socioeconomically diverse resident population. The urban LTC facility, with a total of 
190 beds, has a racially and socioeconomically diverse resident population. In larger LTC 
facilities such as these, registered nurses simultaneously provide care across multiple 
units to residents with a spectrum of co-morbidities. The three LTC facilities in this study 
were chosen to reflect the integration of clinical nursing practice within LTC, with each 
having skilled nursing, assisted living and memory care units. 
Participants 
 The study‘s recruitment and enrollment protocols and procedures were approved 
by the University of Minnesota Institutional Review Board (IRB). A private Minnesota-





In response to public health contact restrictions as a result of the COVID-19 pandemic 
and adhering to current research guidance from the University of Minnesota’s IRB and 
Office of the Vice President for Research restricting in-person research, all nurse 
participants for this study were recruited and enrolled electronically through email using 
a recruitment flyer and a letter introducing the researcher and this study (Appendices B & 
C). Given previous phenomenological interview studies about nurse-patient 
communication, it was estimated that a sample of 8-12 participants from a diverse LTC 
nurse population would be required to achieve interview data saturation (Peden-
McAlpine et al., 2015). Registered nurses were eligible for this study if they had more 
than 2 years of clinical experience in LTC, were at least 21 years of age, proficient in 
English, employed at least 20 hours per week at the LTC facility, consented to voluntarily 
participate in this study through at least one 90-minute recorded interview with the 
researcher via the University of Minnesota’s secure Zoom (2020) videoconferencing 
software application, and were willing to discuss their experience communicating with 
residents and families about EOL care planning. The population of experienced LTC 
registered nurses was targeted due to the positive association between nurses’ clinical 
experience with EOL care and efficacy of EOL care planning communication (Efstathiou 
& Walker, 2014; Gilstrap & White, 2015; Reinke et al., 2010). 
 The study recruitment flyer and letter of introduction were emailed to the 
Directors of Nursing at an urban, suburban and rural LTC facility operated by the 
abovementioned organization with the approval and support of its Chief Clinical Officer. 





nurse employees, directing them to contact the researcher directly via email if they were 
interested in volunteering to participate in the study. Recruitment emphasized the study’s 
potential research benefits: (1) the opportunity to explore and describe their EOL care 
communication experience; and (2) their insights and knowledge would be disseminated, 
contributing to the breadth and depth of LTC nursing knowledge and science. Eligible 
nurses who volunteered to participate were enrolled through email communication 
following study protocols. As part of its approval process, the IRB determined that 
participants’ formal consent was not necessary but the researcher informed participants 
prior to their interview about: (1) the study’s purpose; (2) the researcher’s affiliation with 
the University of Minnesota School of Nursing; (3) study protocols to assure participant 
confidentiality and data privacy through de-identification procedures, data safety and 
secure data storage; (4) participant affirmation of video recording of their interview; and 
(5) initial interview and demographic survey questions.  
Procedures 
Data Collection 
 To ensure participant safety restricting in-perron interaction and adhere to IRB-
approved study protocols during the COVID-19 pandemic, each enrolled nurse 
participant was individually interviewed by the researcher for approximately 90 minutes 
via a unique, secure weblink to the University of Minnesota’s Zoom videoconferencing 
application (Zoom, 2020). Since the secure videoconferencing application was accessed 
electronically, each participant chose the date and time most convenient for them to be 





integrity of all data were ensured by restricting access to recordings and transcripts to the 
research team per study protocol, and by following the University of Minnesota School of 
Nursing’s institutional guidelines for data privacy protection in research studies. 
Participation in this study was voluntary and each participant’s decision about whether or 
not they chose to participate was solely their own choice. Participants were not required 
to answer any questions and could choose to end their participation at any time during the 
interview without explanation or penalty and data collection would cease upon their 
withdrawal. None of the participants withdrew from the study nor refused to answer any 
interview question. The researcher created a checklist for adherence to the interview 
protocols and ensure each participant received the same consent and enrollment 
procedures (Rubin, & Rubin, 2012; van Manen, 1990). Each enrolled participant received 
an email from the researcher containing the study recruitment flyer, a personalized letter 
summarizing the study’s procedures, purpose and protocols, a calendar invitation with the 
date, time and secure weblink for their interview, and a copy of the demographic survey 
and initial interview questions (Appendices B, C, D & E). Before their interview, each 
participant received an electronic message confirming their receipt of the 
abovementioned email and its attachments.  
 Each interview began with the researcher reviewing the study’s purpose, 
procedures, participant data safety and confidentiality protocols, and verbal consent for 
participation in and recording of the interview. The researcher began each interview with 
several initial questions to focus the interview on the phenomena of interest: EOL care 





designed to elucidate participants’ developed knowledge and insights about EOL care 
communication. Nurse participants also answered demographic survey questions. A 
modest financial incentive in the form of a $50 gift card was offered to each participant to 
compensate them for their time at the end of their interview. This incentive was paid for 
out of the primary researcher’s personal funds. Per study protocol, each participant 
subsequently had an opportunity to review a transcription of their interview to offer 
feedback, provide clarification on language and meaning, or stimulate additional 
contributions to their interview data from their experience. Participants were enrolled and 
interviewed until the transcribed textual data and interviewer field notes indicated 
sufficient data had been generated to achieve saturation. Saturation was reached when the 
language content of interviews did not reveal any novel data (Rubin & Rubin, 2012). 
Recording  
 Each interview was simultaneously video- and audio-recorded to assure data 
backup and enable fidelity auditing procedures. The video recordings were professionally 
transcribed verbatim by a University of Minnesota School of Nursing private contractor 
with substantial experience in transcribing qualitative research interview data.  The audio 
recordings were used both by the contractor to clarify researcher questions and 
participant responses and by the researcher to assure transcription fidelity. The researcher 
also wrote reflexive journal notes after each interview as part of the interpretive 
phenomenological research process and used these notes as part of his data analysis 







 Employing an interpretive hermeneutic approach, textual transcriptions and video 
recordings of each interview were analyzed to identify participants’ developed 
knowledge and attributed meaning from their experiences of what, how, when, where and 
with whom they communicate about residents’ EOL care planning. In coding 
participants’ language from the data, close attention was given to participants’ 
descriptions of their consequential actions, antecedent motivations, attitudes, values, 
beliefs, explicit and implicit knowledge. ATLAS.ti qualitative data analysis software, 
version 9.0.3, was used for coding and categorization of textual transcribed data (Atlas.ti, 
2020). The analytical findings were organized and categorized using interpretive, or 
hermeneutic principles with verbatim quotes from the data that illustrate and faithfully 
represent the participant’s language (van Manen, 1990). To identify core meanings of the 
participants’ experience and capture the phenomenon, the data analysis focused on 
essential themes that were critical and unique to the phenomenon of EOL care planning 
communication, as opposed to incidental themes. Language from the primary 
researcher’s reflexive journal notes was also analyzed to incorporate the co-creation of 
meaning that occurs between interviewer and participant during interpretive 
phenomenological interviews (van Manen, 1990).  Bevan’s narrative analysis research 
process (Figure 1) was used to guide the examination of participants’ descriptions within 






 Figure 1 - Bevan’s Interpretive Phenomenological Data Analysis Framework 
Participants’ language was noted and coded for descriptive phrases, words, 
metaphors, similes, images, actions, thoughts and feelings. Analysis of the coded 
language was formed into clusters of similar categories of codes. The researcher created 
memos in the data analysis process to identify and organize significant code category 
clusters into phenomenological themes, which in turn yielded concepts discussed below. 
Interrelated concepts in this study could be used to support theory generation in future 
research that may provide additional insight into the phenomena (Bevan, 2014). 
Results 
 Ten registered nurses who met the eligibility requirements in the abovementioned 
urban, rural and suburban LTC facilities were enrolled as volunteer participants, each 
acknowledging and affirming their verbal consent to the study and its procedures. 
Participant characteristics are summarized in Table 1. With an average of 12.2 years and 
a range of 6 - 27 years of LTC clinical nursing, the participants all had considerable 









Table 1 - Characteristics of Nurse participants 
Registered Nurses  Sample 
(n = 10) 
Sex: M : F ratio 
 
0 : 10 
Avg. Age 48.2 
Avg. total LTC nursing 
experience (range) 
12.5 Years (6 – 27)  
Facility Setting  60% Urban 
20% Suburban 
20% Rural 
Education  30% ASN (Associate) 
70% BSN (Bachelor) 
Source of EOL care 
communication education  
90% workplace experience  
 
 
Each participant expressed support for this study and generously shared their experiences, 
insights, thoughts and feelings about EOL care communication with residents and 
families. Common codes, categories and themes were observed in all participants’ 
language and reflected in the data analysis regarding their relevant experiences, though 
there was some variability between individual participant’s emphasis on specific aspects 
of the EOL care communication process. This variability was mostly due to the range of 
individual participant’s respective experiences and perceptions of the phenomenon. Table 
2 summarizes the frequency of data coding for each of the 10 participants and the four 
concepts derived from the data analysis.  Table 3 encapsulates the data analysis results 












Together   











1 8 25 39 10 82 
2 13 26 55 2 96 
3 25 30 32 6 93 
4 18 38 46 2 104 
5 27 31 49 8 115 
6 60 35 41 5 141 
7 57 24 38 7 126 
8 21 33 41 8 103 
9 26 42 31 2 101 




































Concept: Being Together 
 The nurse, resident and their family live in a state of being together as they work 
within their relationship which drives communication. Nurses in LTC employ 
attunement, awareness and presence to establish deep relationships and facilitate EOL 
care communication. The Being Together concept is comprised of two themes: (a) the 
primacy of establishing trust-based, close relationships, which precedes significant 
communication about EOL care preferences and goals; and (b) staying in constant 
communication helps nurses build comprehension and collaboration with residents and 
families. “Develop a relationship, develop a trust relationship and really get to know 
them, not as a number, or a body, or somebody else I have to pass meds to.” (1:536-537). 
Nurses strive to comprehend the resident as a whole person as part of their relationship 
formation: “In order for you to paint this whole picture of this person, you need to go 
well beyond that nursing assessment. [The assessment is] just the tip of the iceberg.” 
(10:226-227) 
Concept: Becoming Clear to Become Comfortable 
 Once a trust-based relationship is established, nurses communicate with residents 
and families to clarify mutual understanding about residents’ EOL care options and goals 
so each stakeholder becomes more comfortable with the resident’s current preferences 
and their dynamic health condition. Becoming clear is a continuous process for nurses, 
not a discrete state.  
“Try to paint as clear a picture as you can.…Even if it was a family member who is 
here close, they’re not able to come in and see their loved one on a daily basis, so I 





family], ‘This is how I saw them maybe two months ago and now this is what I’m 
seeing today.’” (4:367-370).  
 
The concept of Becoming Clear to Become Comfortable has two themes. First, nurses 
consistently communicate to ensure resident and family prognostic comprehension:  
“You explain to the person without scaring them what is happening. A lot of people, 
they don’t have knowledge of what’s going on. If you give them that knowledge, 
explain to them what is happening beyond their diagnosis, I think they understand 
it.” (10:293-295).  
 
Nurses also use attunement, presence and awareness to ensure they comprehend the 
resident: “Using my eyes…with the resident every day, Monday through Friday, for eight 
hours a day….You use your eyes, ears, and heart, too.” (5:244-248). Second, clarifying 
and comprehending is a mutual, interpersonal process.  
“You can’t do it by yourself. You need to rely on your team…you need to do it 
together. If you think that you are good enough or smart enough to do it by yourself, 
you’re probably going to fail…you need to humble yourself and understand that you 
need others around you.” (10:748-751).  
 
Nurses find through experience that they have to continually adapt to foster residents’ 
and families’ becoming: 
“The same way doesn’t work for all of them, that’s for sure. Everybody is 
different…no cookie cutter way. Some you need to be a little more direct with. Some 
you need to be a little more compassionate with. It depends on the person. You get a 
feeling for, OK, this isn’t going to work for them, so I need to try something else.” 
(4:556-559). 
 
Concept: Advocacy to Honor Residents 
 Nurses persist with EOL communication because they recognize that residents’ 
goals and preferences are dynamic and evolve as their health declines. The first theme in 
the concept of Advocacy to Honor Residents is nurses’ commitment to EOL care 





increases comfort. “Respect the resident and the resident’s autonomy, whatever they 
decide on such things….be there for them, you know support them by all means, and 
make them as comfortable as possible.” (5:696-700). Knowing the resident’s values and 
evolving definition of an acceptable quality of life guides LTC nurses’ advocacy and 
interpretation of what constitutes compassionate care for the resident as they progress 
along the EOL care continuum: “You have this conversation, regardless of if the family is 
not ready, because as a nurse, as a professional, you have to advocate for your patient.” 
(10:612-614). This concept’s second theme encompasses these nurses’ observations 
about the COVID-19 pandemic’s positive and negative effects on EOL care 
communication. Mortality salience increased temporarily for residents and families as 
emergent hospitalization risks temporarily accelerated their willingness to engage in EOL 
care communication.  
“For residents and their families, what used to delay the communication, the 
decision-making, was, ‘Well, we can just go to the hospital,’ and the hospital would 
be a place that would delay any decision, because the hospital would sort of fix 
them, so to speak….Now, under COVID, a hospital’s not a place to fix things; it’s 
actually a place where people can get sick and die.” (2:198-206).  
 
The COVID-19 pandemic posed significant impediments to EOL care communication 
and collaboration: residents’ depression, anxiety and fear increased due to social and 
physical isolation; families’ stress increased due to lack of direct observation of and 
involvement with the resident; the layers of personal protective equipment (i.e. – masks, 
gowns, gloves, face shields) hampered communication and relationship formation with 
residents; and reduced staffing in LTC facilities due to illness, COVID protocols and lack 





“I call [COVID-19] the enemy…it’s like a sniper. It’s like a war. It’s very much like 
a war. Very much like a war…combatting a virus that can be so deadly, and 
especially to the vulnerable. And here we are, our calling has been to care for the 
vulnerable, and now there’s something that’s even making them more vulnerable, 
and it’s like, are you kidding me? How can it get any worse? And then the hard work 
of long-term care is really, really hard.” (1:454-463).  
 
However, LTC nurses remained vigilant and steadfast in the face of these additional 
challenges and obstacles, driven by their role and purpose as advocates for residents’ 
goal-concordant EOL care. “[The staff] are steadfast. They’re going to do their 
job…nobody is running away from it. Nobody is saying, ‘I quit.’ Nope. They’re just 
staying in it.” (1:497-499) 
Concept: Unique Impact on Nurses 
 End-of-Life care communication in LTC has unique positive and negative impacts 
on nurses personally and professionally over time. These impacts occur within specific 
resident relationships:  
“I had given [the resident] Roxanol [morphine sulphate] and…oxygen, but I wasn’t 
sure that we were doing enough to keep [him] comfortable enough with the air 
hunger, and I think that was hard for me to see, as well. So I wasn’t expecting that, 
I think, was the hard part. [nurse becomes emotional, whispers] It hurts.” (2:721-
724) 
 
The impacts also accumulate across all their EOL care communication experiences and 
throughout their practice in general: 
 “As a nurse, I feel like I have feelings for these residents, and I want the best for 
them, I don’t want them to suffer in pain. I don’t want them to be put through all 
these procedures that just are keeping them alive so that their family member can 
see them longer, when they could be resting, lying in bed peacefully, and be 
comfortable. It’s hard to see, when you see these residents suffering, knowing that 






Nurses in LTC are changed by their close relationships with residents and families and by 
communication process to ensure goal-concordant, resident-centered EOL care: “It’s so 
hard, and even though it can be a beautiful thing, you still have to grieve. That whole 
process, grieving doesn’t end; grieving takes a long time after the death.” (7:155-157). 
Nurses express that through the EOL care communication process with the resident their 
relationship with and feelings for the resident become similar to caring for one of their 
own family members: “We’re taking care of this resident, because it’s like taking care of 
your family member now.” (5:252-254). Cumulative experience communicating with 
residents and their families also changes nurses’ beliefs about their role and purpose in 
LTC: “Give them the life they want; give them the death they want. It’s like raising a 
child. That’s where you get your joy is in watching them achieve their own goals.” 
(7:705-706). 
 Nurse participants described EOL care communication in LTC as a complex, 
multilevel process that engages all four concepts: Being Together, Becoming Clear to 
Become Comfortable, Advocacy to Honor Residents and Unique Impact on Nurses, with 
all of them being part of their commitment to continuous communication. For nurses in 
LTC, their role as advocates and facilitators ensuring residents receive compassionate, 
goal-concordant care is the impetus for their initiation of EOL care communication. Their 
close, deep relationships with residents and families form the trust necessary for 
continuous communication and support meaningful assessments, leading to mutual 
comprehension and collaboration. Comprehension guides nurses’ advocacy for resident-





components interchangeably and simultaneously as they work to understand the dynamic 
reality of the resident’s health prognosis and evolving preferences and choices. Thus, the 
four concepts are not divisible into discrete components because they interrelate with 
each other. 
 Nurses make several commitments in the continuous EOL care communication 
process: (1) an ongoing, close relationship with residents and families that carries 
interpersonal and intrapersonal meaning for all; (2) employing assessment skills, 
awareness and presence to support the resident and family becoming informed and 
comfortable with the resident’s preferences; (3) providing compassionate, resident-
centered care throughout the dynamic, evolving reality of the resident’s EOL care; and 
(4) remaining steadfast and vigilant caregivers, even as the process affects them during 
and after the resident’s life in LTC. Though conditional and not perfected, a visualization 
of nurses’ EOL care communication process illustrates its interactive nature within all 







Figure 2 - EOL Care Communication Process in Long-Term Care 
 
 















 Nurses describe EOL care communication as a continuous, dynamic process 
employing attunement and presence to understand the resident’s goals and needs from a 
whole-person perspective, which guides their advocacy for resident-centered EOL care. 
The EOL care communication concepts and themes identified from this study’s data 
incorporate the four principles of Parse’s Theory of Humanbecoming (THB). The four 
concepts identified in the results above: Being Together, Becoming Clear to Become 
Comfortable, Advocacy to Honor Residents, and Unique Impact on Nurses all 
incorporate Humanbecoming Theory’s four principles. First, LTC residents are experts in 
their own lives, which includes their EOL care preferences, and nurses learn residents’ 
insights and perspective about their care through clarification and reflection. Second, a 
resident’s life and unfolding of their EOL care is a dynamic process of becoming for 
resident, family and nurse as the resident’s physical, mental, emotional and spiritual 
conditions evolve across the EOL care trajectory. Third, the nurse’s primary goal is to 
enhance quality of life according to resident’s values, and the nurses is informed about 
the resident’s dynamic definition of quality through continuous communication. Fourth, 
nursing in LTC settings is a mutual process of exploring and interpreting values and 
meaning through their lived experiences within the relational phenomena. Table 5 








Table 5 – Application of Humanbecoming Theory to Study Findings 
Humanbecoming 
Principle 
Study Findings Concepts 
Incorporated 
Illustrative Quotes 
1) All persons are 
experts in their own 
lives 
Residents experts in 




Advocacy to Honor 
Residents, Being 
Together 
“They will actually tell you how it 
started and they’ll tell you they’ve 
lived with it all their life, so they’re 
the right nurse for themselves, 
because they’ve lived it before they 
came here, …and they will tell you 
what has worked in the past.” 
(9:271-273) 
2) Life and health, or 
lack, of are a dynamic 
process of becoming 
Life & EOL are a 
dynamic process of 
becoming as 
conditions evolve 
Becoming Clear to 
Become 
Comfortable, Unique 
Impact on Nurses 
“Comprehension comes in phases 
for families and residents, which is 
where the frequent revisiting of 
those topics might come in really 
handy.” (3:343-344).   
 
“This communication is ongoing; it 
never ends. You can think this is it, 
but…it just goes on and on.” 
(5:192-194) 
3) Nursing’s goal is to 
enhance quality of life 
from the patient’s 
perspective 
RN’s goal: enhance 
quality of life 
according to 
resident’s values 
Advocacy to Honor 
Residents, Becoming 
Clear to Become 
Comfortable  
“Respect the resident and the 
resident’s autonomy, whatever they 
decide….be there for them, support 
them by all means, and make them 
as comfortable as possible.” 
(5:696-700) 
 
“They have a different culture than 
I do....I’ve got to try to understand 
it and try to not judge it, so that we 
can make the patients, make it 
about them and not about us.” 
(7:682-686) 
4) Nursing a mutual 
process of exploring 
values and meaning 
through lived 
experience 
LTC EOL care a 
mutual process of 
nurse, resident 




Unique Impact on 
Nurses 
“It’s like you are looking at your 
own mortality every day….Your 
expanse in your beliefs changes.” 
(1:239-240) 
 
“The textbook is different from real 
life. It will guide you to steps, but 
then you’re dealing with a human 
being…it’s basically you, and your 
co-workers, and the resident 
themselves, and family.” (9:530-
533) 
 
 With experience, nurses learn that being together in a trust-based relationship is 
the first step in EOL care communication. Forming deep, trust-based relationships 





collaboration with residents and families (Cagle et al. 2017; Funk et al., 2018). Nurses 
describe EOL care communication as a continuous relational process that supports the 
resident’s expression of their coping strategies for living with their disease(s). For 
residents with dementia or other cognitive and verbal impairments, family is key to 
discernment regarding the resident’s EOL care goals and values (Kastbom et al., 2020). 
Establishing and maintaining close, trust-based relational bonds with family members 
supports both their ongoing comprehension of the residents evolving condition and 
collaborative and decision-making. For LTC nurses, the purpose of EOL care 
communication is to know the resident well enough to honor their choices and 
preferences, which includes comprehension of a residents’ culture. Communication for 
EOL care planning functions to clarify a resident’s evolving definition of quality of life, 
risks and benefits of care options, and concordance between their expressed values and 
current EOL care choices. Nurses become proficient in employing presence and 
attunement in their ongoing observations and assessments to adjust and calibrate their 
communication strategies and tactics. 
 The EOL care communication process stimulates mutual discernment, exploration 
of values and meaning that is both shared and relational as well as unique and individual. 
Fan et al. (2019) found that EOL care communication prompted LTC residents to reflect 
on the meaning of their EOL care, then articulate their quality-of-life definition with their 
families and nurses. Nurses discern their own values and meaning from shared relational 
experiences, and their  perspective about professional role and purpose evolves with 





relationships with current and decedent residents, carrying both grief and wisdom from 
their experience. Kaasalainen et al. (2007) found that cumulative loss from resident 
deaths affects LTC nurses’ resiliency. Nurses in LTC need opportunities to express their 
grief and loss from EOL care communication relationships and experiences. They also 
experience moral and ethical distress, prompting them to become proactive advocates 
when residents received EOL care and their goals diverge.  
 Finally, nine of the 10 participants perceived their nursing education did not 
adequately prepare them for the reality of EOL care communication with residents and 
families in LTC. Participants observed their EOL care nursing education focused on 
technical and instrumental rather than relational aspects of EOL care. One participant 
summarized LTC nurses’ need for continuing education around EOL care 
communication: “End-of-life stuff is not addressed enough in nursing school. We learn 
so much about different diseases, which is absolutely needed, and how to do an 
assessment, but this end-of-life is a huge piece. We may not all get diabetes or heart 
failure, but we’re all going to die from one thing or another.” (12:765-768).  
Limitations 
This study was conducted with a small sample of volunteer registered nurse 
participants, all of whom work for one regional LTC organization and agreed to 
participate based on their EOL care communication experiences with residents and their 
families.  This study’s findings should be considered in light of the limited size and 







 Ten LTC registered nurses with more than two years’ of LTC clinical experience 
were individually interviewed regarding their EOL care communication experiences with 
residents and families employing an interpretive phenomenological framework. A 
thematic content analysis of the resultant textual data employing Parse’s Theory of 
Humanbecoming found that four concepts: Being Together, Becoming Clear to Become 
Comfortable, Advocacy to Honor Residents and Unique Impact on Nurses, are all part of 
LTC registered nurses’ commitment to a continuous, dynamic EOL care communication 
process. Nurses commit to ongoing whole-person assessment and education and 
becoming proactive advocates for resident-centered, goal-concordant care. Continuous 
commitment to EOL care communication is proposed as a looping progression, beginning 
with nurses’ role and purpose which grounds their EOL care communication and is the 
basis for their initiation of relationship building with residents and their families. Nurses 
form close relationships with residents and families to build trust, which fosters mutual 
comprehension and collaboration. Comprehension and collaboration inform nurses’ 
resident advocacy and knowledge for appropriate compassionate care. For nurses, the 
EOL care communication process and their deep, longitudinal relationships with 
residents have unique impacts both professionally and personally. Their knowledge is 
experientially derived and they perceive their nursing education did not adequately 
prepare them with EOL care communication skills or working with complex, 
multidimensional relationships fundamental to guiding the process with residents and 





contribution of the components of EOL care communication in LTC which could support 
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This chapter summarizes the findings from the three manuscripts that comprise 
this dissertation and describes these findings’ overall contribution to the body nursing 
knowledge and their implications for nursing education, research, practice and LTC 
organizational policy.  
Results from Manuscript 1 (Chapter 2) 
 A gap exists in nursing research literature regarding the unique perspective and 
knowledge of experienced LTC registered nurses communicating with residents and their 
families about EOL care preferences, indicating a need in the literature for knowledge 
about this phenomenon. A critical review of the literature found that nurses in LTC learn 
through experience to lead EOL care communication and advocate for residents’ EOL 
care preferences and ensure their goals of care are honored. Ongoing EOL care 
communication results in professional and personal benefits and burdens for LTC nurses. 
The quality of EOL care communication is affected by the organizational resources, 
support and education they receive. The construct of time was identified, with LTC 
nurses perceiving time is more or less available depending on the prominence of 
communication facilitators or barriers, respectively. Applying symbolic interactionism to 
this review’s findings, the meanings that LTC nurses, residents and families derive from 
communication about EOL care evolves over time. Future research could apply 
qualitative research methods to describe EOL care communication factors that aid LTC 





communication facilitators these nurses employ to understand and articulate resident’s 
preferences, goals and values could inform clinical practice guidelines, nursing education 
and enhance LTC nurses’ capacity to develop trust-based relationships. 
Results from Manuscript 2 (Chapter 3) 
 An innovative application of a video conferencing software application permitted 
the collection of real-time qualitative research data with volunteer participants while 
adhering to public health and institutional research guidelines and contact restrictions 
during the COVID-19 pandemic. Registered nurses in LTC with more than two years of 
clinical experience were recruited and enrolled to describe their experiences 
communicating with older adult residents and families regarding EOL care preferences 
and planning. Participants were individually interviewed virtually using the University of 
Minnesota’s secure Zoom video conferencing software application following an 
interpretive phenomenological framework. Nurse participants were uniformly positive 
about the convenience, quality, interactivity and security of the virtual method of data 
gathering, perceiving no difference between their virtual and previous in-person 
interviews. Employing virtual video conferencing technology offers researchers and 
participants a safe, secure and effective method to gather qualitative data, even during a 
global pandemic. The benefits of a virtual, secure video conferencing research method 
include immediacy, convenience, interactivity, safety and security, while also presenting 
challenges from internet instability and limited presence. Suggestions were offered for 
conducting future virtual nursing qualitative research. With recent technological advances 





virtual video conferencing could have a positive impact on the safety, convenience and 
immediacy of gathering data for future nursing research. 
Results from Manuscript 3 (Chapter 4) 
 Ten LTC registered nurse participants with more the two years of clinical 
experience were individually interviewed regarding their experiences communicating 
with older adult residents and their families about EOL care planning following an 
interpretive phenomenological framework. The resultant data from their transcribed 
interviews were analyzed for thematic content employing Parse’s Theory of 
Humanbecoming as a theoretical framework. The study found that four concepts: Being 
Together, Becoming, Compassionate Care and Unique Impact on Nurses, are all part of 
nurses’ commitment to a continuous EOL care communication process with residents and 
their families. Nurses commit to this process throughout the evolving dynamic of EOL 
care in LTC so they may be proactive advocates for resident-centered, goal-concordant 
care. Nurses begin the process by forming close relationships with residents and families 
to build trust, which fosters mutual comprehension, collaboration and informs nurses’ 
resident knowledge and advocacy for appropriate compassionate care. The EOL care 
communication process and relationships with residents affects LTC nurses deeply both 
professionally and personally. The continuous commitment process is proposed as a 
looping progression, beginning with nurses’ role and purpose which grounds their EOL 
care communication and is the basis for their initiation of relationship building with 
residents and their families. Relationship building forms the trust and insight necessary 





knowledge of and advocacy for residents’ preferences. Nurses’ experience of their role as 
resident advocates impacts and informs their role and purpose. Nurses in LTC learn this 
continuous process through EOL care experiences with residents and families. They do 
not perceive their nursing education adequately prepares them for the complex, 
multidimensional relationship process or provides them with the skills and knowledge to 
initiate or sustain EOL care communication. Further research is needed to evaluate the 
nature and interaction and relative contribution of the components that constitute the 
phenomenon of the EOL care communication process in LTC. 
Contribution to Science 
 This body of work contributes to nursing knowledge about the facilitators and 
process of EOL care communication between registered nurses, residents and their 
families in LTC. Since nurses lead resident care in LTC, supporting them to guide 
ongoing EOL care communication may help overcome extant barriers to articulating and 
documenting residents’ goals of care (Hanson & Henderson, 2000). Given that nurses in 
LTC lead care planning and management, communication for EOL care planning with 
residents and their families is an essential aspect of their professional role and purpose. 
Long-term care registered nurses’ goal in EOL care communication is to understand 
residents’ evolving preferences and goals from a whole-person perspective to ensure their 
residents receive goal-concordant EOL care. Registered nurses in LTC initiate the EOL 
care communication process by forming close, trust-based relationships with residents 
and families to facilitate mutual comprehension and collaboration. Nurses learn through 





overcoming systemic and individual obstacles. The dynamic nature of EOL care 
communication and the deep relationships they form with residents have personal and 
professional impacts on nurses. The benefits they experience include personal growth, 
satisfaction with and meaning from work, and appreciation for their longitudinal 
relationships with residents. They also experience burdens such as professional burnout 
and stress, grief and loss from resident deaths, as well as moral and ethical distress when 
resident-centered EOL care is not supported by residents’ families, providers, or their 
LTC organization’s leadership. 
Organizational Policy Implications 
 
 There are LTC organizational policy implications from these findings. 
Organizational culture has a significant effect on EOL care communication (Hanson & 
Henderson, 2000). Nurses need organizational resources and support to become effective 
EOL care communicators (Majerovitz et al. 2009). However, a gap remains between 
planning and implementation of the EOL care communication process, thus LTC 
leadership needs to examine systemic, organizational and individual factors that impede 
progress (Beck et al., 2017). Systemic barriers and challenges including patient care 
workflow design, regulatory burdens, emphasis on financial performance and a lack of 
continuing education (Midtbust et al., 2018). Nurses want and need standardized 
practices for the EOL care communication processes, beginning at admission (Aasmul et 
al., 2018). Clinical and administrative LTC leaders also need to examine implicit cultural 
and practice norms that might be barriers to efficacious EOL care and communication 





communication by implementing staffing policies that support continuity in nurse-
resident care assignments, normalizing EOL care planning for all stakeholders and 
adopting a responsive approach to resident EOL care needs (Brazil et al., 2004).  
Nursing Education Implications  
 Pre- and post-licensure clinician education on EOL care communication has 
demonstrated positive effects on their knowledge, attitude and skills, especially education 
that focuses on a values-based communication process, role play, EOL care 
communication initiation and decision aid technology (Chan et al., 2019). Registered 
nurses in LTC perceive their pre-licensure education provides information on hospice and 
general patient communication skills but does not prepare them with skills for EOL care 
communication or resident and family relationships (Carman et al., 2016; Gillett et al., 
2016). Targeted education is needed to address these nursing practice knowledge deficits 
(Beck et al., 2017). 
 Results from this study and another (O’Conner-Von & Bennett, 2020) suggests 
that post-licensure LTC nurses want continuing education for EOL care communication 
that targets several key areas: (1) relationship-building and trust formation with residents 
and their family, including sustaining communication for comprehension and care 
planning, engaging family members constructively, coping with resident-family conflict 
and challenging family dynamics; (2) resident advocacy for goal-concordant care, 
including whole-person assessment and care planning; (3) best practices for 





spirituality, faith and culture into EOL care communication; and (5) self-care for grief 
and loss. 
Nursing Practice Implications 
 
 Registered nurses in LTC place significant value on their experiential knowledge 
to become effective communicators with residents and their families regarding EOL care 
planning, separate and distinct from their learned knowledge (O’Conner-Von & Bennett, 
2020). Acknowledging the role of clinical experience in acquiring EOL care 
communication skills proficiency, clinical practice may benefit from pairing early career 
LTC nurses with experienced, skillful nurses for mentoring and shadowing. Establishing 
a continuous EOL care communication process across the resident’s life in LTC supports 
resident-centered EOL care and helps LTC nurses develop close, trust-based bonds with 
residents and families from admission onwards (Funk et al., 2018; Mayahara et al., 2018). 
Instituting and clarifying EOL care communication practice norms, responsibilities and 
standards for nurses, other LTC staff, residents, families and external providers (i.e. – 
hospice) are important facilitators for EOL care communication (Aasmul et al., 2018). 
Similarly, combining routine whole-person resident assessments with valid instruments 
that focus on resident-defined quality of care and palliative symptom control can improve 
resident and clinician satisfaction with EOL care (Klapwijk et al., 2020). Resident and 
family prognostic comprehension is a significant issue, yet LTC nurses’ workflow 
hampers their efforts to address resident or family misconceptions about disease 





and family comprehension of medical treatment risks and benefits, as well as promote 
collaborative care planning (Cardona-Morrell et al., 2017). 
 Experienced nurses in LTC recognize the relational nature of EOL care 
communication (O’Conner-Von & Bennett, 2020). Thus, continuity in nurses’ resident 
care assignments needs to be a priority in LTC clinical practice. Continuity of care fosters 
communication, comprehension and collaboration with residents and family (Majerovitz 
et al. 2009). Continuity aids communication with available family members throughout 
the resident’s life in LTC, an important facilitator for many residents EOL care decision-
making, especially with those who are cognitively impaired (Dening et al.2019; Klemmt 
et al., 2020). Supporting the establishment and maintenance of relational trust with 
residents’ families through continuity increases the efficacy of EOL care communication 
(Cagle et al. 2017). Continuity also enables individualization of resident assessments and 
care plans, adapting them for specific needs and preferences (Ingravallo et al., 2018). 
Finally, EOL care communication is challenging and demanding for LTC nurses with its 
attendant grief and added stress (Kaasalainen et al., 2007). Registered nurses need 
ongoing, tangible self-care resources and peer support to cope with the effects of EOL 
care communication, and cumulative grief and loss of resident relationships (O’Conner-
Von & Bennett, 2020). 
Nursing Research Implications 
 
 Current EOL care communication research focuses on discrete elements of 
communication and advance care planning documentation interventions instead of an 





contextual factors and impacts on all stakeholders (Jimenez et al., 2019). Designing valid 
methods to evaluate multiple communication components, and reliably measuring their 
relative contributions over time are both complex challenges (Hickman et al. 2019). 
Given that methodological heterogeneity and weaknesses compromise the validity of 
extant EOL care communication interventions or synthesis of their results, coordination 
around a consistent conceptual framework and standardization of research methods is 
required for meaningful comparisons of different approaches to EOL care communication 
(Bennett & O’Conner-Von, 2020; Johnson et al., 2018).  
 There is a lack of research on EOL care education and communication for low 
socioeconomic status, low education level and nonwhite residents and families (Hickman 
& Pinto, 2014). Communication interventions for EOL care planning and advance care 
planning have generally been developed by and targeted at persons who identify with a 
Caucasian-centric culture based on the ethic of patient autonomy (Sanders et al., 2016). 
Future research can examine the effects of culturally attenuated advance care planning 
and EOL care communication interventions for multiple cultural orientations (Partain et 
al., 2017). Research that focuses on EOL care communication and education for 
underserved populations may help address these health disparities (Krishnan et al., 2017). 
 Conclusion 
 There is a significant gap in qualitative research knowledge regarding registered 
nurses in LTC communication with residents and families about EOL care preferences. 
This gap negatively impacts residents’ EOL care satisfaction, outcomes and nurses’ 





framework was conducted through virtual individual interviews with ten registered nurses 
in urban, suburban and rural LTC settings. This study found that experienced registered 
nurses in LTC embrace their role and responsibility as leaders for EOL care 
communication and planning. They view EOL care communication as central to their 
purpose as compassionate, proactive advocates for residents. Registered nurses in LTC 
work diligently and creatively to overcome existing barriers and obstacles to ensure 
residents receive goal-concordant EOL care, investing in both relational and instrumental 
care with residents and families. They describe the deep, close relationships they form 
with residents and families over time as akin to caring for a family member. Registered 
nurses in LTC form close, trust-based relationships with residents and families as the 
foundation for engaging in EOL care communication. Due to the dynamic, evolving 
nature of EOL care in LTC settings, registered nurses perform ongoing resident 
assessments from a whole-person perspective, adapting and individualizing 
communication strategies to account for resident and family physical, mental, social and 
cultural differences. Their close, longitudinal relationships with residents and the EOL 
care communication process affect nurses in LTC positively and negatively. The benefits 
they experience include personal growth, satisfaction with and meaning from work, and 
appreciation for their close, family-like relationships with residents. They also experience 
burdens including professional burnout and stress, individual and cumulative grief and 
loss from resident deaths, as well as moral and ethical distress when resident-centered 






 Communication in LTC to discern and articulate residents’ EOL care preferences 
is complex, multicomponent and dynamic. Registered nurses in LTC developed 
knowledge and skills with EOL care communication are experientially derived. They do 
not perceive their learned knowledge from pre- or post-licensure nursing education 
adequately prepares them for EOL care communication in LTC settings. Incorporating 
experienced registered nurses’ expertise and knowledge about effective EOL care 
communication with residents and families into nursing education, clinical practice 
guidelines, organizational policy, workflow design and communication intervention 
design can promote resident-centered EOL care and nurses’ resiliency. Implications were 
noted for nursing research, education, practice and organizational policies that can 
support LTC registered nurses’ EOL care communication to ensure resident-centered, 
goal-concordant EOL care, as well as enhancing nurses’ resiliency. These findings are 
significant due to the current, pressing need to understand the facilitators and process that 
experienced LTC RNs use to overcome obstacles to effective EOL care communication. 
Future research must consider a holistic approach to evaluating EOL care communication 
efficacy to account for the complex, relational, dynamic nature of EOL care 













Aasmul, I., Husebo, B. S., & Flo, E. (2018). Description of an advance care planning 
intervention in nursing homes: Outcomes of the process evaluation. BMC Geriatrics, 
18(1), 26.  https://doi.org/10.1186/s12877-018-0713-7 
Barnato, A. (2017). Challenges in understanding and respecting patients’ preferences. 
Health Affairs, 36(7), 1252-1257. https://doi.org/10.1377/hlthaff.2017.0177 
Beck, E., McIlfatrick, S., Hasson, F., & Leavey, G. (2017). Nursing home manager's 
knowledge, attitudes and beliefs about advance care planning for people with 
dementia in long‐term care settings: A cross‐sectional survey. Journal of Clinical 
Nursing, 26(17-18), 2633-2645. https://doi.org/10.1111/jocn.13690  
Bennett, F., & O'Conner-Von, S. (2020). Communication interventions to improve goal-
concordant care of seriously ill patients: An integrative review. Journal of Hospice 
& Palliative Nursing, 22(1), 40-48. https://doi.org/10.1097/NJH.0000000000000606  
Brazil, K., McAiney, C., Caron-O'Brien, M., Kelley, M. L., O'Krafka, P., & Sturdy-
Smith, C. (2004). Quality end-of-life care in long-term care facilities: Service 
providers’ perspective. Journal of Palliative Care, 20(2), 85-92. 
https://doi.org/10.1177/082585970402000204 
Cagle, J., Unroe, K., Bunting, M., Bernard, B., & Miller, S. (2017). Caring for dying 
patients in the nursing home: Voices from frontline nursing home staff. Journal of 






Cardona-Morrell, M., Benfatti-Olivato, G., Jansen, J., Turner, R. M., Fajardo-Pulido, D., 
& Hillman, K. (2017). A systematic review of effectiveness of decision aids to assist 
older patients at the end of life. Patient Education and Counseling, 100(3), 425-435. 
https://doi.org/10.1016/j.pec.2016.10.007  
Carman, M., Sloane, R., Molloy, M., Flint, E., & Phillips, B. (2016). Implementation of a 
learning bundle to promote end-of-life education for prelicensure nursing students. 
Journal of Hospice and Palliative Nursing, 18(4), 356–363. 
https://doi.org/10.1097/NJH.0000000000000258  
Chan, C., Ng, N., Chan, H., Wong, M., & Chow, K. (2019). A systematic review of the 
effects of advance care planning facilitators training programs. BMC Health Services 
Research, 19(1), 362. https://doi.org/10.1186/s12913-019-4192-0  
Dening, K., Sampson, E., & De Vries, K. (2019). Advance care planning in dementia: 
Recommendations for healthcare professionals. Palliative Care: Research and 
Treatment. 12, 1-10. https://doi.org/10.1177/1178224219826579 
Funk, L., Peters, S., & Roger, K. (2018). Caring about dying persons and their families: 
Interpretation, practice and emotional labour. Health & Social Care in the 
Community, 26(4), 519-526.  https://doi.org/10.1111/hsc.12559  
Gillett, K., O’Neill, B., & Bloomfield, J. G. (2016). Factors influencing the development 
of end-of-life communication skills: A focus group study of nursing and medical 
students. Nurse Education Today, 36, 395–400. 





Hanson, L., & Henderson, M. (2000). Care of the dying in long-term care settings. 
Clinics in Geriatric Medicine, 16(2), 225-237. https://doi.org/10.1016/S0749-
0690(05)70054-9  
Hickman Jr, R., & Pinto, M. (2014). Advance directives lessen the decisional burden of 
surrogate decision‐making for the chronically critically ill. Journal of Clinical 
Nursing, 23(5-6), 756-765. https://doi.org/10.1111/jocn.12427  
Hickman, S., Unroe, K., Ersek, M., Stump, T., Tu, W., Ott, M., & Sachs, G. A. (2019). 
Systematic advance care planning and potentially avoidable hospitalizations of 
nursing facility residents. Journal of the American Geriatrics Society, 67(8), 1649-
1655.  https://doi.org/10.1111/jgs.15927  
Ingravallo, F., Mignani, V., Mariani, E., Ottoboni, G., Melon, M. C., & Chattat, R. 
(2018). Discussing advance care planning: Insights from older people living in 
nursing homes and from family members. International Psychogeriatrics, 30(4), 
569-579. https://doi.org/10.1017/S1041610217001983  
Jimenez G., Tan W., Virk A., Low C., Car J., & Ho A. (2019). State of advance care 
planning research: A descriptive overview of systematic reviews. Palliative and 
Supportive Care 17, 234–244. https://doi.org/10.1017/S1478951518000500  
Johnson, S., Butow, P., Kerridge, I., Bell, M., & Tattersall, M. (2018). How well do 
current measures assess the impact of advance care planning on concordance 
between patient preferences for end-of-life care and the care received: A 






Kaasalainen, S., Brazil, K., Ploeg, J., & Martin, L. (2007). Nurses' perceptions around 
providing palliative care for long-term care residents with dementia. Journal of 
Palliative Care, 23(3), 173-180.  https://doi.org/10.1177/082585970702300307  
Klapwijk, M., Dekker, N., Caljouw, M., Achterberg, W., & van der Steen, J. (2020). 
Experiences with the Liverpool care pathway for the dying patient in nursing home 
residents: A mixed-method study to assess physicians’ and nurse practitioners’ 
perceptions. BMC palliative care, 19(1), 1-11. https://doi.org/10.1186/s12904-020-
00686-y 
Klemmt, M., Henking, T., Heizmann, E., Best, L., van Oorschot, B., & Neuderth, S. 
(2020). Wishes and needs of nursing home residents and their relatives regarding 
end‐of‐life decision‐making and care planning - A qualitative study. Journal of 
Clinical Nursing, 29(13-14), 2663-2674. https://doi.org/10.1111/jocn.15291 
Krishnan, P., Thompson, G., & McClement, S. (2017). Predicting hospital transfers 
among nursing home residents in the last months of life. International Journal of 
Palliative Nursing, 23(11), 535-542. https://doi.org/10.12968/ijpn.2017.23.11.535 
Majerovitz, S., Mollott, R., & Rudder, C. (2009). We're on the same side: Improving 
communication between nursing home and family. Health Communication, 24(1), 
12-20.  https://doi.org/10.1080/10410230802606950  
Mayahara, M., Miller, A., & O’Mahony, S. (2018). Components of the advance care 
planning process in the nursing home setting. Journal of Hospice & Palliative 





Midtbust, M., Alnes, R., Gjengedal, E., & Lykkeslet, E. (2018). Perceived barriers and 
facilitators in providing palliative care for people with severe dementia: The 
healthcare professionals' experiences. BMC Health Services Research, 18(1), 709.  
https://doi.org/10.1186/s12913-018-3515-x  
OʼConner-Von, S. & Bennett, F., (2020). Long-term care nurses and their experiences 
with patients’ and families’ end-of-life preferences: A focus group study. Journal of 
Gerontological Nursing, 46(12), 23-29. https://doi.org/10.3928/00989134-
20201106-05   
Partain, D., Ingram, C., & Strand, J. (2017). Providing appropriate end-of-life care to 
religious and ethnic minorities. Mayo Clinic Proceedings 92(1), 147-152. 
https://doi.org/10.1016/j.mayocp.2016.08.024  
Sanders, J., Robinson, M., & Block, S. (2016). Factors impacting advance care planning 
among African Americans: Results of a systematic integrated review. Journal of 























Aasmul, I., Husebo, B. S., & Flo, E. (2018). Description of an advance care planning 
intervention in nursing homes: Outcomes of the process evaluation. BMC Geriatrics, 
18(1), 26.  https://doi.org/10.1186/s12877-018-0713-7 
Amblàs-Novellas, J., Espaulella, J., Rexach, L., Fontecha, B., Inzitari, M., Blay, C., & 
Gómez-Batiste, X. (2015). Frailty, severity, progression and shared decision-
making: A pragmatic framework for the challenge of clinical complexity at the end 
of life. European Geriatric Medicine, 6(2), 189-194. 
https://doi.org/10.1016/j.eurger.2015.01.002  
Andersson, S., Lindqvist, O., Fürst, C., & Brännström, M. (2018). Care professional's 
experiences about using Liverpool Care Pathway in end‐of‐life care in residential 
care homes. Scandinavian Journal of Caring Sciences, 32(1), 299-308.  
https://doi.org/10.1111/scs.12462 
Archibald, M., Ambagtsheer, R., Casey, M., & Lawless, M. (2019). Using zoom 
videoconferencing for qualitative data collection: Perceptions and experiences of 
researchers and participants. International Journal of Qualitative Methods, 18, 
1609406919874596. https://doi.org/10.1177/1609406919874596  
Atlas.ti Scientific Software Development GmbH. (2020) ATLAS.ti Scientific Software 
(Version 9.0.5). Berlin, Germany. Retrieved from http://www.atlasti.com  
Barnato, A. (2017). Challenges in understanding and respecting patients’ preferences. 





Bauer, M., Fetherstonhaugh, D., Tarzia, L., & Chenco, C. (2014). Staff–family 
relationships in residential aged care facilities: The views of residents’ family 
members and care staff. Journal of Applied Gerontology, 33(5), 564-585. 
https://doi.org/10.1177/0733464812468503  
Beck, E., McIlfatrick, S., Hasson, F., & Leavey, G. (2017). Nursing home manager's 
knowledge, attitudes and beliefs about advance care planning for people with 
dementia in long‐term care settings: A cross‐sectional survey. Journal of Clinical 
Nursing, 26(17-18), 2633-2645. https://doi.org/10.1111/jocn.13690  
Bennett, F., Hadidi, N., & OʼConner-Von, S. (in press). End-of-life care communication 
in long-term care between nurses, older adult residents and families: A critical 
review of qualitative research. Journal of Gerontological Nursing. 
Bennett, F., Hadidi, N., & OʼConner-Von, S. (2021). A Novel Application of Secure 
Videoconferencing Technology in a Study of Nurses’ Communication About End-Of-
Life Care. Manuscript submitted for publication. 
Bennett, F., & O'Conner-Von, S. (2020). Communication interventions to improve goal-
concordant care of seriously ill patients: An integrative review. Journal of Hospice 
& Palliative Nursing, 22(1), 40-48. https://doi.org/10.1097/NJH.0000000000000606  
Bernacki R., & Block S. (2014). Communication about serious illness care goals: A 
review and synthesis of best practices. JAMA Internal Medicine, 174(12), 1994-
2003.  https://doi.org/10.1001/jamainternmed.2014.5271  
Bevan, M. (2014). A Method of Phenomenological Interviewing. Qualitative Health 





Blumer, H. (1986). Symbolic interactionism: Perspective and method. Berkeley, CA: 
University of California Press.  
Brazil, K., Carter, G., Cardwell, C., Clarke, M., Hudson, P., Froggatt, K., McLaughlin, 
D., Passmore, P., & Kernohan, W. (2017). Effectiveness of advance care planning 
with family carers in dementia nursing homes: A paired cluster randomized 
controlled trial. Palliative Medicine, 32(3), 603-612. 
https://doi.org/10.1177/0269216317722413 
Brinkman-Stoppelenburg A., Rietjens J.A., & van der Heide A. (2014). The effects of 
advance care planning on end-of-life care: A systematic review. Palliative Medicine, 
28(8), 1000-1025. https://doi.org/10.1177/0269216314526272  
Cable-Williams, B., & Wilson, D. (2017). Dying and death within the culture of long-
term care facilities in Canada. International Journal of Older People Nursing, 12(1), 
e12125.  https://doi.org/10.1111/opn.12125  
Cagle, J., Unroe, K., Bunting, M., Bernard, B., & Miller, S. (2017). Caring for dying 
patients in the nursing home: Voices from frontline nursing home staff. Journal of 
Pain and Symptom Management, 53(2), 198-207.  
https://doi.org/10.1016/j.jpainsymman.2016.08.022  
Cardona-Morrell, M., Benfatti-Olivato, G., Jansen, J., Turner, R. M., Fajardo-Pulido, D., 
& Hillman, K. (2017). A systematic review of effectiveness of decision aids to assist 






Carman, M., Sloane, R., Molloy, M., Flint, E., & Phillips, B. (2016). Implementation of a 
learning bundle to promote end-of-life education for prelicensure nursing students. 
Journal of Hospice and Palliative Nursing, 18(4), 356–363. 
https://doi.org/10.1097/NJH.0000000000000258  
Center for Medicare & Medicaid Services. 2017 State Operations Manual Appendix PP - 
Guidance to Surveyors for Long Term Care Facilities. 
https://www.cms.gov/Regulations-and-
Guidance/Guidance/Manuals/downloads/som107ap_pp_guidelines_ltcf.pdf  
Centers for Disease Control and Prevention, National Center for Health Statistics, 
National Study of Long-Term Care Providers. (2016) 2015–2016 Long-Term Care 
Providers and Services Users in the United States, Residential Care Component: 
National Study of Long-Term Care Providers. 
https://www.cdc.gov/nchs/data/nsltcp/2016_NSLTCP_RCC_Weighted_Estimates.pd
f  
Chan, C., Ng, N., Chan, H., Wong, M., & Chow, K. (2019). A systematic review of the 
effects of advance care planning facilitators training programs. BMC Health Services 
Research, 19(1), 362. https://doi.org/10.1186/s12913-019-4192-0  
Curtis, J., Kross, E., & Stapleton, R. (2020). The importance of addressing advance care 
planning and decisions about do-not-resuscitate orders during novel coronavirus 






Dening, K., Sampson, E.., & De Vries, K. (2019). Advance care planning in dementia: 
Recommendations for healthcare professionals. Palliative Care: Research and 
Treatment. 12, 1-10. https://doi.org/10.1177/1178224219826579 
Dinç, L., & Gastmans, C. (2013). Trust in nurse–patient relationships. Nursing Ethics, 
20(5), 501-516. https://doi.org/10.1177/0969733012468463  
Dixon, J., Karagiannidou, M., & Knapp, M. (2018). The effectiveness of advance care 
planning in improving end-of-life outcomes for people with dementia and their 
carers: A systematic review and critical discussion. Journal of Pain and Symptom 
Management, 55(1), 132-150. https://doi.org/10.1016/j.jpainsymman.2017.04.009 
Efstathiou, N., & Walker, W. (2014). Intensive care nurses' experiences of providing end-
of-life care after treatment withdrawal: A qualitative study. Journal of Clinical 
Nursing, 23(21-22), 3188-3196. https://doi.org/10.1111/jocn.12565 
Emilsdóttir, A., & Gústafsdóttir, M. (2011). End of life in an Icelandic nursing home: An 
ethnographic study. International Journal of Palliative Nursing, 17(8), 405-411. 
https://doi.org/10.12968/ijpn.2011.17.8.405  
End-of-Life Nursing Education Consortium. (n.d.) About ELNEC. 
https://www.aacnnursing.org/ELNEC/about 
Fan, S., Sung, H., & Wang, S. (2019). The experience of advance care planning 
discussion among older residents in a long‐term care institution: A qualitative study. 






Funk, L., Peters, S., & Roger, K. (2018). Caring about dying persons and their families: 
Interpretation, practice and emotional labour. Health & Social Care in the 
Community, 26(4), 519-526.  https://doi.org/10.1111/hsc.12559  
Gilissen, J., Pivodic, L., Smets, T., Gastmans, C., Vander Stichele, R., Deliens, L., & Van 
den Block, L. (2017). Preconditions for successful advance care planning in nursing 
homes: A systematic review. International Journal of Nursing Studies, 66, 47-59. 
https://doi.org/10.1016/j.ijnurstu.2016.12.003  
Gillett, K., O’Neill, B., & Bloomfield, J. G. (2016). Factors influencing the development 
of end-of-life communication skills: A focus group study of nursing and medical 
students. Nurse Education Today, 36, 395–400. 
https://doi.org/10.1016/j.nedt.2015.10.015 PMID:26530442  
Gilstrap, C., & White, Z. (2014). Interactional communication challenges in end-of-life 
care: Dialectical tensions and management strategies experienced by home hospice 
nurses. Health Communication, 30(6), 1-11. 
https://doi.org/10.1080/10410236.2013.868966  
Hanson, L., & Henderson, M. (2000). Care of the dying in long-term care settings. 
Clinics in Geriatric Medicine, 16(2), 225-237. https://doi.org/10.1016/S0749-
0690(05)70054-9  
Hickman Jr, R., & Pinto, M. (2014). Advance directives lessen the decisional burden of 
surrogate decision‐making for the chronically critically ill. Journal of Clinical 





Hickman, S., Unroe, K., Ersek, M., Stump, T., Tu, W., Ott, M., & Sachs, G. A. (2019). 
Systematic advance care planning and potentially avoidable hospitalizations of 
nursing facility residents. Journal of the American Geriatrics Society, 67(8), 1649-
1655.  https://doi.org/10.1111/jgs.15927  
Houben, C., Spruit, M., Groenen, M., Wouters, E., & Janssen, D. (2014). Efficacy of 
advance care planning: A systematic review and meta-analysis. Journal of the 
American Medical Directors Association, 15(7), 477-489. 
https://doi.org/10.1016/j.jamda.2014.01.008  
Hov, R., Athlin, E., & Hedelin, B. (2009). Being a nurse in nursing home for residents on 
the edge of life. Scandinavian Journal of Caring Sciences, 23(4), 651-659. 
https://doi.org/10.1111/j.1471-6712.2008.00656.x 
Ingravallo, F., Mignani, V., Mariani, E., Ottoboni, G., Melon, M. C., & Chattat, R. 
(2018). Discussing advance care planning: insights from older people living in 
nursing homes and from family members. International Psychogeriatrics, 30(4), 
569-579. https://doi.org/10.1017/S1041610217001983  
Isaacson, M., & Minton, M. (2018). End-of-life communication: Nurses cocreating the 
closing composition with patients and families. Advances in Nursing Science, 41(1), 
2-17.  https://doi.org/10.1097/ANS.0000000000000186 
Jeong, S., Higgins, I., & McMillan, M. (2011). Experiences with advance care planning: 






Jimenez G., Tan W., Virk A., Low C., Car J., & Ho A. (2019). State of advance care 
planning research: A descriptive overview of systematic reviews. Palliative and 
Supportive Care 17, 234–244. https://doi.org/10.1017/S1478951518000500  
Johnson, S., Butow, P., Kerridge, I., Bell, M., & Tattersall, M. (2018). How well do 
current measures assess the impact of advance care planning on concordance 
between patient preferences for end-of-life care and the care received: A 
methodological review. Journal of Pain and Symptom Management, 55(2), 480-495. 
https://doi.org/10.1016/j.jpainsymman.2017.09.008  
Kaasalainen, S., Brazil, K., Ploeg, J., & Martin, L. (2007). Nurses' perceptions around 
providing palliative care for long-term care residents with dementia. Journal of 
Palliative Care, 23(3), 173-180.  https://doi.org/10.1177/082585970702300307  
Karlsson, M., Kasén, A., & Wärnå-Furu, C. (2017). Reflecting on one's own death: The 
existential questions that nurses face during end-of-life care. Palliative & Supportive 
Care, 15(2), 158-167. https://doi.org/10.1017/S1478951516000468  
Kastbom, L., Karlsson, M., Falk, M., & Milberg, A. (2020). Elephant in the room - 
Family members´ perspectives on advance care planning. Scandinavian Journal of 
Primary Health Care, 38(4), 421-429. 
https://doi.org/10.1080/02813432.2020.1842966  
Kim, H., Ersek, M., Bradway, C., & Hickman, S. E. (2015). Physician Orders for 
Life‐Sustaining Treatment for nursing home residents with dementia. Journal of the 






Klapwijk, M., Dekker, N., Caljouw, M., Achterberg, W., & van der Steen, J. (2020). 
Experiences with the Liverpool care pathway for the dying patient in nursing home 
residents: A mixed-method study to assess physicians’ and nurse practitioners’ 
perceptions. BMC Palliative Care, 19(1), 1-11. https://doi.org/10.1186/s12904-020-
00686-y 
Klemmt, M., Henking, T., Heizmann, E., Best, L., van Oorschot, B., & Neuderth, S. 
(2020). Wishes and needs of nursing home residents and their relatives regarding 
end‐of‐life decision‐making and care planning - A qualitative study. Journal of 
Clinical Nursing, 29(13-14), 2663-2674. https://doi.org/10.1111/jocn.15291 
Klingler, C., in der Schmitten, J., & Marckmann G. (2016). Does facilitated advance care 
planning reduce the costs of care near the end of life? Systematic review and ethical 
considerations. Palliative Medicine, 30(5), 423-433. 
https://doi.org/10.1177/0269216315601346  
Krishnan, P., Thompson, G., & McClement, S. (2017). Predicting hospital transfers 
among nursing home residents in the last months of life. International Journal of 
Palliative Nursing, 23(11), 535-542. https://doi.org/10.12968/ijpn.2017.23.11.535 
Kupeli, N., Leavey, G., Moore, K., Harrington, J., Lord, K., King, M., Nazareth, I., 
Sampson E. & Jones, L. (2016). Context, mechanisms and outcomes in end of life 






Ladd, C., Grimley, K., Hickman, C., & Touhy, T. (2013).  Teaching end-of-life nursing 
using simulation.  Journal of Hospice and Palliative Nursing, 15(1), 41-51.   
https://doi.org/10.1097/NJH.0b013e31826251f6  
Laverty, S. (2003). Hermeneutic phenomenology and phenomenology: A comparison of 
historical and methodological considerations. International Journal of Qualitative 
Methods, 2(3), 21-35. https://doi.org/10.1177/160940690300200303  
Lewin, S., Glenton, C., Munthe-Kaas, H., Carlsen, B., Colvin, C. J., Gülmezoglu, M., 
Noyes, J., Booth, A., Garside, R., & Rashidian, A. (2015). Using qualitative 
evidence in decision making for health and social interventions: An approach to 
assess confidence in findings from qualitative evidence syntheses (GRADE-
CERQual). PLoS Medicine, 12(10), e1001895.  
https://doi.org/10.1371/journal.pmed.1001895  
Lincoln, Y., & Guba, E. (1985). Naturalistic inquiry. Sage Publications. 
 
Lopez, R. (2007). Suffering and dying nursing home residents: Nurses' perceptions of the 
role of family members. Journal of Hospice & Palliative Nursing, 9(3), 141-149.  
https://doi.org/10.1097/01.NJH.0000269994.21249.f6  
Lund S., Richardson A., & May C. (2015). Barriers to advance care planning at the end 
of life: An explanatory systematic review of implementation studies. Plos One, 
10(2), e0116629. https://doi.org/10.1371/journal.pone.0116629  
Majerovitz, S., Mollott, R., & Rudder, C. (2009). We're on the same side: Improving 
communication between nursing home and family. Health Communication, 24(1), 





Mayahara, M., Miller, A., & O’Mahony, S. (2018). Components of the advance care 
planning process in the nursing home setting. Journal of Hospice & Palliative 
Nursing, 20(1), 95 -102. https://doi.org/10.1097/NJH.0000000000000414  
Midtbust, M., Alnes, R., Gjengedal, E., & Lykkeslet, E. (2018). Perceived barriers and 
facilitators in providing palliative care for people with severe dementia: The 
healthcare professionals' experiences. BMC Health Services Research, 18(1), 709.  
https://doi.org/10.1186/s12913-018-3515-x  
Moher, D., Liberati, A., Tetzlaff, J., & Altman, D. G. (2009). Preferred reporting items 
for systematic reviews and meta-analyses: The PRISMA statement. Annals of 
Internal Medicine, 151(4), 264-269.  https://doi.org/10.7326/0003-4819-151-4-
200908180-00135  
Narang, A., Wright, A., & Nicholas, L. (2015). Trends in advance care planning in 
patients with cancer: Results from a national longitudinal survey. JAMA Oncology, 
1(5), 601-608. https://doi.org/10.1001/jamaoncol.2015.1976  
OʼConner-Von, S. & Bennett, F., (2020). Long-term care nurses and their experiences 
with patients’ and families’ end-of-life preferences: A focus group study. Journal of 
Gerontological Nursing, 46(12), 23-29. https://doi.org/10.3928/00989134-
20201106-05   
Oliver, D. P., Porock, D., & Oliver, D. B. (2006). Managing the secrets of dying 
backstage: The voices of nursing home staff. OMEGA - Journal of Death and Dying, 





Parse, R. (1998). The human becoming school of thought: A perspective for nurses and 
other health professionals. Sage Publications. 
Partain, D., Ingram, C., & Strand, J. (2017). Providing appropriate end-of-life care to 
religious and ethnic minorities. Mayo Clinic Proceedings 92(1), 147-152. 
https://doi.org/10.1016/j.mayocp.2016.08.024  
Peden-McAlpine, C., Liaschenko, J., Traudt, T., & Gilmore-Szott, E. (2015). 
Constructing the story: How nurses work with families regarding withdrawal of 
aggressive treatment in ICU – A narrative study. International Journal of Nursing 
Studies, 52(7), 1146-1156. https://doi.org/10.1016/j.ijnurstu.2015.03.015   
Piers, R., Albers, G., Gilissen, J., De Lepeleire, J., Steyaert, J., Van Mechelen, W., 
Steeman, E., Dillen, L., Vanden Berghe, P. & Van den Block, L. (2018). Advance 
care planning in dementia: Recommendations for healthcare professionals. BMC 
Palliative Care, 17(1), 88. https://doi.org/10.1186/s12904-018-0332-2  
Rao, J., Anderson, L., Lin, F., & Laux, J. (2014). Completion of advance directives 
among U.S. consumers. American Journal of Preventive Medicine, 46(1), 65-70. 
https://doi.org/10.1016/j.amepre.2013.09.008  
Reinke, L., Shannon, S., Engelberg, R., Young, J., & Curtis, J. (2010). Supporting hope 
and prognostic information: Nurses' perspectives on their role when patients have 
life-limiting prognoses. Journal of Pain and Symptom Management, 39(6), 982-992. 
https://doi.org/10.1016/j.jpainsymman.2009.11.315    






Sanders, J., Robinson, M., & Block, S. (2016). Factors impacting advance care planning 
among African Americans: Results of a systematic integrated review. Journal of 
Palliative Medicine, 19(2), 202-227. https://doi.org/10.1089/jpm.2015.0325   
Shannon, S., Long-Sutehall, T., & Coombs, M. (2011). Conversations in end-of-life care: 
Communication tools for critical care practitioners. Nursing in Critical Care, 16(3), 
124-130. https://doi.org/10.1111/j.1478-5153.2011.00456.x 
Sharp, T., Moran, E., Kuhn, I., & Barclay, S. (2013). Do the elderly have a voice? 
Advance care planning discussions with frail and older individuals: A systematic 
literature review and narrative synthesis. British Journal of General Practice, 
63(615), e657-e668. https://doi.org/10.3399/bjgp13X673667  
Strang, S., Henoch, I., Danielson, E., Browall, M., & Melin-Johansson, C. (2014). 
Communication about existential issues with patients close to death - Nurses' 
reflections on content, process and meaning. Psycho-Oncology., 23(5), 562-568.  
https://doi.org/10.1002/pon.3456  
Sudore, R., Lum, H., You, J., Hanson, L., Meier, D., Pantilat, S.,  Matlock, D., Rietjens, 
J., Korfage, I., Ritchie, C., Kutner, J., Teno, J., Thomas, J., McMahan, R., & 
Heyland, D. (2017). Defining advance care planning for adults: A consensus 
definition from a multidisciplinary Delphi panel. Journal of Pain and Symptom 
Management, 53(5), 821-832. https://doi.org/10.1016/j.jpainsymman.2016.12.331 
Swetz, K., Matlock, D., Ottenberg, A., & Mueller, P. (2014). Advance directives, 





exclusivity in contemporary context. Journal of Pain and Symptom Management, 
47(3), e1-e3. https://doi.org/10.1016/j.jpainsymman.2013.10.010 
Tong, A., Sainsbury, P., & Craig, J. (2007). Consolidated criteria for reporting qualitative 
research (COREQ): A 32-item checklist for interviews and focus groups. 
International Journal for Quality in Health Care, 19(6), 349-357. https://doi-
org/10.1093/intqhc/mzm042   
Touhy, T., Brown, C., & Smith, C. (2005). Spiritual caring: End of life in a nursing 
home. Journal of Gerontological Nursing, 31(9), 27-35. 
https://doi.org/10.3928/0098-9134-20050901-07  
Towsley, G., Hirschman, K., & Madden, C. (2015). Conversations about end of life: 
Perspectives of nursing home residents, family, and staff. Journal of Palliative 
Medicine, 18(5), 421-428. https://doi.org/10.1089/jpm.2014.0316  
van Manen, M. (1990). Researching lived experience: Human science for an action 
sensitive pedagogy. State University of New York Press. 
van Soest-Poortvliet, M., van der Steen, J., Gutschow, G., Deliens, L., Onwuteaka-
Philipsen, B., de Vet, H., & Hertogh, C. (2015). Advance care planning in nursing 
home patients with dementia: A qualitative interview study among family and 
professional caregivers. Journal of the American Medical Directors Association, 
16(11), 979-989.  https://doi.org/10.1016/j.jamda.2015.06.015  
Walczak, A., Butow, P., Bu, S., & Clayton, J. (2016). A systematic review of evidence 





structured and do they work? Patient Education and Counseling, 99(1), 3-16. 
https://doi.org/ 10.1016/j.pec.2015.08.017   
Wallace, C., Adorno, G., & Stewart, D. (2018). End-of-life care in nursing homes: A 
qualitative interpretive meta-synthesis. Journal of Palliative Medicine, 21(4), 503-
512.  https://doi.org/10.1089/jpm.2017.0211  
Walter, D. (2017). Long-term care nurses' perceptions of factors that influence their end-
of-life discussions with surrogate decision makers. (Doctoral dissertation). 
https://repository.arizona.edu/handle/10150/624288  
Ward-Griffin, C., Bol, N., Hay, K., & Dashnay, I. (2003). Relationships between families 
and registered nurses in long-term-care facilities: A critical analysis. Canadian 
Journal of Nursing Research, 35(4), 150-174.  
Weigel, C., Parker, G., Fanning, L., Reyna, K., & Gasbarra, D. (2007). Apprehension 
among hospital nurses providing end-of-life care. Journal of Hospice & Palliative 
Nursing, 9(2), 86-91. https://doi-org/10.1097/01.NJH.0000263530.37671.b8  
Wenger, N., Citko, J., O’Malley, K., Diamant, A., Lorenz, K., Gonzalez, V., & Tarn, D. 
M. (2013). Implementation of physician orders for life sustaining treatment in 
nursing homes in California: Evaluation of a novel statewide dissemination 
mechanism. Journal of General Internal Medicine, 28(1), 51-57. 
https://doi.org/10.1007/s11606-012-2178-2  
White, K., & Coyne, P. (2011). Nurses' perceptions of educational gaps in delivering end-






Yadav, K. N., Gabler, N. B., Cooney, E., Kent, S., Kim, J., Herbst, N., Mante, A., 
Halpern, S. & Courtright, K. R. (2017). Approximately one in three US adults 
completes any type of advance directive for end-of-life care. Health Affairs, 36(7), 
1244-1251. https://doi.org/10.1377/hlthaff.2017.0175  
Zoom Video Communications, Inc. (2020). ZOOM cloud meetings (Version 5.4.9) San 






























Appendix A - Study Protocol 
 
PROTOCOL COVER PAGE 
 
 
Protocol Title Long-term care nurses' experiences with EOL care 




Name:  Dr. Susan O’Conner-Von 
Department:  Nursing 
Telephone Number:  First Choice:(651) 230-0890, Second 
Choice: (612) 624-6647 
Email Address:  ocon0025@umn.edu 
Student 
Investigator 
Name:  Frank Bennett 
Current Academic Status (Student, Fellow, Resident): 
  Student, PhD candidate 
Department:  Nursing 
Telephone Number: (612) 940-3372 
Institutional Email Address:  fbennett@umn.edu 
Scientific 
Assessment 















Summary of Changes Consent 
Change? 
2.0 6/15/20 Add language to reflect 
interviews will be conducted via 










Table of Contents 
1.0 Objectives        143 
2.0 Background        143 
3.0 Study Endpoints/Events/Outcomes     145 
4.0 Study Intervention(s)/Interaction(s)     145 
5.0 Procedures Involved       145 
6.0 Data Banking        148 
7.0 Sharing of Results with Participants     148 
8.0 Study Duration       148 
9.0 Study Population       148 
11.0 Number of Participants      150 
12.0 Recruitment Methods       150 
13.0 Withdrawal of Participants      151 
14.0 Risks to Participants       152 
15.0 Incomplete Disclosure or Deception     152 
16.0 Potential Benefits to Participants     152 
17.0 Statistical Considerations      152 
18.0 Health Information and Privacy Compliance    153 
19.0 Confidentiality       156 
20.0 Provisions to Monitor Data to Ensure the Safety of Participants 156 
21.0 Compensation for Research-Related Injury    156 
22.0 Consent Process       156 
23.0 Setting         157 
24.0 Multi-Site Research       157 
25.0 Coordinating Center Research     157 
26.0 Resources Available       157 







Definitions used in this protocol 
• Patients are seriously ill persons with at least 1 advanced stage disease or 
multimorbidity frailty.  
• Family is the social group, including surrogates, designated by the patient to 
make their health care decisions if they became incapacitated.  
• End-of-life refers to the timespan from weeks to years that patients live in a 
state of declining health.  
• Long-term care refers to temporary or permanent residential healthcare 
facilities, including skilled nursing, memory care, assisted living, residential 
care and homes for the aged.  
• End-of-life care communication is an iterative discursive process between 
nurses, patients and their families to clarify and document treatment choices and 
preferences to guide a patient’s care as the end-of-life approaches or they 
become incapacitated. End-of-life care communication is a shared decision-
making relational process to reach consensus about a patient’s future care 
choices and preferences, informed by that patient’s values and goals.   
  
Abbreviations used in this protocol. 
● LTC = Long-term care  







1.1 Purpose: Describe the experience of nurses in LTC with more than 2 
years’ practice in skilled nursing, assisted living or memory care about 
communicating with patients, families and surrogates about EOL care 
preferences and choices to improve shared decision-making, patient-
centered EOL care and increase the likelihood of that patients’ EOL care 
received is concordant with patients’ goals. 
2.0 Background 
2.1 Significance of Research Question/Purpose: Due to their unique 
professional role, proximity to and relationship with residential patients, 
LTC nurses are a critical nexus for communication about EOL care with 
patients, their families and surrogate decision-makers. Communication 
about EOL care planning includes, but is not limited to, advanced 
directive documentation arising from advanced care planning discussions 
facilitated by LTC nurses. Advanced care planning, driven by patients’ 
goals, values and preferences, is a subset of goal-concordant care, which 
increases the probability of achieving patient-centered care outcomes. 
Under the Center for Medicare & Medicaid Services’ 2017 regulations, 
LTC facilities are required to provide advanced care planning services to 
all their patients.1 Yet, it is estimated that less than 50% of the current 2.1 
million LTC patients in the United States have completed an advanced 
directive.2,3 Communication for EOL care planning between healthcare 
professionals is associated with higher rates of advanced directive 
documentation3. Efficacious interventions’ for EOL care planning in LTC 
are associated with nurses’ accumulated experience and willingness to 
initiate these  discussions.4-6 Though nurses in LTC settings are crucial to 
communication about EOL care planning, they face multiple barriers to 
EOL care communication, including time constraints, lack of training and 
fragmented communication patterns.5-9 There is a gap between the 
identified need for EOL care planning communication in LTC, and the 
nurses’ capacity to initiate or sustain these discussions.3,4,6 This gap has 
significant consequences for all stakeholders in LTC, negatively impacting 
patients’ quality of care, patient and family or surrogate satisfaction with 
EOL care and nurses’ work satisfaction and resiliency.3,8-11 The efficacy of 
advanced care planning interventions’ in LTC have been reported in the 
literature.4,9-13 However, there is a lack of qualitative descriptive 
knowledge of nurses’ experience in LTC regarding EOL care discussions 
with patients and families. Thus, it is proposed to interview registered 
nurses in LTC to describe their experiences initiating and sustaining EOL 
care discussions with patients and families. The long-term goal of this 





understanding how nurses in LTC overcome existing individual and 
systemic barriers to lead EOL care communication. Communication 
regarding EOL care may improve shared decision-making, patient-
centered EOL care and increase the likelihood of goal-concordant care.  
Patients in LTC, their families and surrogates need timely, relevant 
information and support to understand the relative risks and benefits of 
their EOL care options and communicate their preferences and 
decisions.7,14 However, LTC patients and their families are reluctant to 
initiate EOL care discussions, waiting for clinicians to initiate them15. 
There is a positive association between LTC clinical experience and 
patient or family satisfaction with EOL care communication.16-19 This 
study’s rationale is that describing LTC nurses’ experience could inform 
future EOL care education for LTC nurses, enhance their capacity to 
develop trust-based relationships with patients essential to EOL care 
discussions, and improve the efficacy of current EOL care communication 
interventions in LTC.20,21 This research is significant because EOL care 
communication with patients, families and surrogates is challenging for 
nurses to initiate and sustain.22 Though the U.S. LTC patient population is 
projected increase significantly,2 few U.S. adults have engaged in EOL 
care planning discussions with each other or their providers, despite 
prevalent negative views of EOL care outcomes and satisfaction in all care 
settings.3,23  There is a current, pressing need to understand the facilitators 
and process that experienced LTC nurses use to initiate and sustain EOL 
care communication. Explicating these facilitators and process will 
support the design of education and interventions for LTC nurses about 
EOL care communication, potentially increasing patient-centered, goal-
concordant EOL care and patient EOL care satisfaction and may also 
improve the efficacy of current EOL care communication 
interventions.20,21 
2.2 Preliminary Data: The feasibility of EOL care planning communication 
interventions between patients, families and healthcare professionals in 
LTC settings has been demonstrated.4 Nurse-patient communication for 
EOL care planning qualitative research reported in the literature has 
focused on acute and community nursing settings.7, 16- 20, 24, 25 Qualitative 
research in LTC has demonstrated feasibility of gathering evidence from 
nurses and patients about their respective EOL care experiences,21, 26 but 
none have focused on their dyadic communication process from the 
nurse’s perspective. Nurses in LTC who participated in a 2019 focus 
group study, co-conducted by the student and principal investigators, 
described the communication strategies and practices they developed 
through experience to clarify EOL care preferences with patients, their 
families and interdisciplinary colleagues.27 These nurses reported that 
initiating and sustaining EOL care communication with patients and 





collaboration with all stakeholders challenged them.27 They observed that 
years of clinical practice were needed to acquire sufficient EOL care 
communication experience and skills due inadequate education or 
preparation to assess patients’ and families’ comprehension and 
collaborate with them.27 
2.3 Existing Literature: Patient family and surrogate satisfaction with the 
quality and goal-concordance of EOL care are both associated with 
communication about patient EOL care preferences and choices.4,6,7,22,23 
Nurse job satisfaction and resiliency are also associated with 
communication about EOL care and goal-concordant patient care.5,7,19,20 
Advanced care planning has become the standard protocol in LTC for 
documenting patient EOL care goals and preferences.3,8,13 Qualitative 
research studies of nurse-patient communication for EOL care planning 
have been reported in the literature in acute and community settings.7,16- 
20,24,25 
3.0 Study Endpoints/Events/Outcomes 
3.1 Primary Endpoint/Event/Outcome: The short-term objective of this study 
is to describe and interpret LTC nurses’ descriptions of their experience of 
EOL care communication with patients and families. This proposed study 
will use an interpretive phenomenological interview methodology within a 
constructionist framework to interview Minnesota-based LTC registered 
nurses with at least 2 years of clinical experience. 
3.2 Secondary Endpoint(s)/Event(s)/Outcome(s): N/A. 
4.0 Study Intervention(s)/Interaction(s) 
4.1 Description: For this study, each LTC nurse participant interview will be 
conducted by the student investigator  following Van Manen’s interpretive 
phenomenological interviewing guidelines,30 for up to 90 minutes per 
interview. Van Manen’s guidelines use interview participant’s’ lived 
experience to constitute the phenomenon, elucidating participants’ 
description of their experientially developed knowledge and the meaning 
they attach to this knowledge. 
5.0 Procedures Involved 
5.1 Study Design: This study’s qualitative research framework is interpretive, 
or hermeneutic phenomenology, a systematic, intersubjective study of 
individuals making meaning from their lived experience.28 Grounded in a 
constructivism framework, this study seeks to understand LTC nurses’ 
developed knowledge and attributed meaning from their experience 
communicating with patients, families and surrogate decision-makers 
about EOL care planning through phenomenological interviews.29 
Constructivism is the appropriate framework to analyze LTC nurses’ 





5.2 Study Procedures: Interviews will be scheduled and conducted at the 
convenience of each LTC nurse participant’s schedule via a secure U of 
Minnesota’s Zoom teleconferencing application, to minimize participant 
burden, increase their ease and comfort with the interview process, assure 
participant privacy and confidentiality, and reduce potential distractions. 
A modest financial incentive will be offered to each participant to 
compensate them for their time. Three days before the mutually agreed 
upon date and time for their interview, each participant will receive a letter 
outlining the date, time and place for the interview, a summary of the 
study protocols and procedures, including informed consent, and their 
initial demographic questions to be completed prior to each interview (see 
below). The evening before the interview each participant will receive a 
confirming phone call and email from the student investigator  reminding 
them of their interview details and affirmation that they have downloaded 
the Zoom application to the device they are using for this interview. Each 
participant interview will begin with the student investigator reviewing a 
summary of study protocols and procedures with the participant, including 
reaffirming participant voluntary informed consent, confidentiality and 
anonymity in all digital recordings and transcripts and data security. Each 
interview is expected to take up to 90 minutes, using seven interview 
questions designed to focus the interview on the phenomena of interest 
(see below). Each interview will be conducted by the student investigator  
for this study, following interpretive phenomenological interviewing 
guidelines.30,31 As the interview progresses, the student investigator will 
use short probes, based on participants‘ descriptions of their experience, to 
clarify their knowledge, or redirect participants back to the phenomena of 
interest. Two redundant digital audio devices will simultaneously record 
each interview. All Zoom video and digital audio recordings will be 
professionally transcribed by a University of Minnesota School of Nursing 
private contractor with substantial experience in transcribing audio and 
Zoom video qualitative research interview data. The student investigator 
will review all interview transcriptions to verify their fidelity versus 
relevant audio recordings for quality assurance. The student investigator 
will record his own reflexive journal notes after each interview and use 
these as part of the data analysis process. An interview guide will be 
created by the student investigator and used for all interviews to ensure 
each participant receives the same informed consent and enrollment 
procedures, as well as adherence to the interview process.30,31 Participants 
will be enrolled and interviewed until transcribed textual data and 
interviewer field notes indicate sufficient data has been generated to 
achieve saturation. Saturation will be reached when the language content 







Initial demographic questions for participants to be completed before their interview 
Your Age 
Your Sex: M/F 
Your Nursing Education: Associate: ___ Baccalaureate:___ Masters: ____ 
Your Nursing Education Institutions(s) 
Your Total Nursing Experience (years) 
Your Total LTC Nursing Experience (years): ___ SNF  ___ TCU  ___ Memory Care   ___ ALF 
Your Other Clinical RN Experience (years): ___ Acute  ___ Rehab  ___ Home  ___ Clinic ___ Hospice 
Your Workplace/Facility Setting: ___Urban    __Rural     __ Suburban  
What do you remember learning about caring for patients approaching the end of life in your nursing education? 
Where and when did you learn this? 
What do you remember learning about communicating with patients and their families regarding end of life care in your 
nursing education? 
Where and when did you learn this? 
Briefly describe the amount and delivery of your continuing education on end-of-life care within your LTC workplace(s)? 
(i.e. – in-service, conferences, SharePoint, journals, web, etc.) 
 
Interview Questions for Nurses in Long-Term Care: Experience with Patients & Families 
Communicating About End-Of-Life Care Preferences & Goals 
1. I’m interested in hearing about your experiences in LTC communicating with over the entire time a 
patient is in your facility: weeks, months, even years. Think back to a recent experience that you had 
with a patient or family about end-of-life care discussions. Please describe it. 
 
2. Please describe both a positive and negative experience with patients and families about end-of-life 
care discussions with and surrogates about end-of-life care preferences, and goals? 
 
3. What have you found helps you know start, and keep these discussions going? 
 
4. How do you know when you have discovered enough information about the patient’s goals, 
preferences and values for an end-of-life care plan? 
 
5. Please give an example, or two, of a time when you overcame obstacles to communicating with 
patients and families? What were the obstacles and how did you overcome them? 
 
6. What advice would you have for new nurses just getting started in long-term care about 
communication with patients and families about end-of-life care preferences? 
  
7. What have I not asked you about when it comes to communication with patients and families about 







5.3 Follow-Up: Study participants will subsequently have an opportunity to 
review a summary of their transcribed interview to offer feedback, provide 
clarification on language and meaning or stimulate additional 
contributions to their interview data from their experience. 
5.4 Individually Identifiable Health Information: N/A 
6.0 Data Banking: N/A 
7.0 Sharing of Results with Participants 
 Study participants will have the option of receiving a copy of the Results 
section of the resultant dissertation. 
8.0 Study Duration 
It is anticipated that individual participant’s participation in the study will 
be for up to 90 minutes, with the option of participating in a subsequent 
review of  a summary of their transcribed interview so they can offer 
feedback, provide clarification on language and meaning, or stimulate 
additional contributions to their interview data from their experience for 
up to 30 minutes. 
It is anticipated that the duration for all participants to complete 
participation in the study will be within 90 days. 
It is anticipated that all study procedures and data analysis will be 
completed within 180 days. 
9.0 Study Population 
9.1 Inclusion Criteria: Participants must meet the following criteria for 
inclusion in the study:  
- Age ≥ 21 years  
- Have > 2 years of long-term care nursing experience 
- Be registered or baccalaureate-prepared nurses 
- Be ≥ 0.5 FTE employees of Tealwood Senior Living long-term care facilities 
- Be able to participate in at least one 90-minute interview with student 
investigator 
- Be willing to discuss their experience communicating with patients and 
families about end-of-life care planning 
- Be able to speak and read English  
- Be able to provide informed consent for study participation  
9.2 Exclusion Criteria: Participants will be excluded from the study if they 
have:  
- Have ≤ 2 years of long-term care nursing experience 





9.3 Screening: Individuals will be screened for eligibility through recruitment 
materials and enrollment procedures. 
10.0 Vulnerable Populations 
10.1 Vulnerable Populations:  
Population / Group Identify whether any of the 
following populations will be 
targeted, included (not 
necessarily targeted) or 
excluded from participation in 
the study.  
Children Excluded from Participation 
Pregnant 
women/fetuses/neonates 
Excluded from Participation 
Prisoners Excluded from Participation 
Adults lacking capacity to 
consent and/or adults with 
diminished capacity to consent, 
including, but not limited to, 
those with acute medical 
conditions, psychiatric disorders, 
neurologic disorders, 
developmental disorders, and 
behavioral disorders 
Excluded from Participation 
Non-English speakers Excluded from Participation 
Those unable to read (illiterate) Excluded from Participation 
Employees of the researcher Excluded from Participation 
Students of the researcher Excluded from Participation 
Undervalued or disenfranchised 
social group 





Active members of the military 
(service members), DoD 
personnel (including civilian 
employees) 
Excluded from Participation 
Individual or group that is 
approached for participation in 
research during a stressful 
situation such as emergency 
room setting, childbirth (labor), 
etc. 
Excluded from Participation 
Individual or group that is 
disadvantaged in the distribution 
of social goods and services such 
as income, housing, or 
healthcare. 
Excluded from Participation 
Individual or group with a 
serious health condition for 
which there are no satisfactory 
standard treatments. 
Excluded from Participation 
Individual or group with a fear of 
negative consequences for not 
participating in the research (e.g. 
institutionalization, deportation, 
disclosure of stigmatizing 
behavior). 
Excluded from Participation 
Any other circumstance/dynamic 
that could increase vulnerability 
to coercion or exploitation that 
might influence consent to 
research or decision to continue 
in research. 
Excluded from Participation 
 
10.2 Additional Safeguards:  





11.1 Number of Participants to be Consented: Given previous 
phenomenological interview studies about nurse-patient communication,18 
it is estimated that a sample of 8-12 participants from a LTC nurse 
population will be required to achieve interview data saturation. If this 
sample size does not produce sufficient data for saturation, this study will 
have the flexibility to interview additional eligible LTC nurses until 
saturation is achieved  
11.2 Recruitment Methods: Individual recruitment of LTC nurse participants 
will occur through nomination by Tealwood clinical care staff of potential 
nurse participants, and electronic recruitment notices to nominees. 
Recruitment will emphasize this study’s potential research benefits: (1) the 
opportunity to explore and describe their experience of EOL care 
communication with patients, families and surrogates; and (2) insights and 
developed knowledge from their experience will be disseminated and 
shared with other nurses, contributing to the breadth and depth of LTC 
nursing knowledge and science. 
11.3 Recruitment Process: Individual recruitment of LTC nurse participants 
will occur through nomination by Tealwood clinical care staff of potential 
nurse participants, and electronic recruitment notices to nominees. Eligible 
nurse participants who respond positively will be enrolled through either 
in-person or telephonic presentation due to the sensitivity of the topic of 
EOL care communication topic, subject to participants’ voluntary 
informed consent. The informed consent procedure will include: (1) 
introducing the purpose of the study and affiliation with the University of 
Minnesota School of Nursing; (2) the study’s data safety and management 
protocols to assure participant’s confidentiality through de-identification 
procedures, secure data storage, and adherence to qualitative research 
ethical guidelines; (3) participant’s voluntary participation and disclosure 
of the initial interview questions 
11.4 Source of Participants: : The supporting partner for this study is Tealwood 
Senior Living (Tealwood) is a private Minnesota-based LTC organization 
that owns or manages more than 20 LTC facilities. Tealwood will support 
participant recruitment, enrollment and interviews. 
11.5 Identification of Potential Participants: The supporting partner for this 
study is Tealwood Senior Living (Tealwood) is a private Minnesota-based 
LTC organization that owns or manages more than 20 LTC facilities. 
Tealwood will support participant recruitment, enrollment and interviews. 
11.6 Recruitment Materials: Recruitment materials are a study flyer 
electronically delivered to nominated nurse participants with the support 
of Tealwood. 
11.7 Payment: A modest financial incentive of $50 gift card to a local business 





end of their interview. This incentive will paid for out of the student 
investigator’s personal funds.  
11.8 Withdrawal of Participants: Participation in this study is voluntary and 
participant’s decision whether or not they choose to participate is solely 
their own choice. Participants will not be required to answer any questions 
and may choose to end their participation at any time during the interview 
without explanation or penalty. 
11.9 Withdrawal Circumstances: Participants will not be required to answer 
any questions and could choose to end their participation at any time during the 
interview. 
11.10 Withdrawal Procedures: Data collection for a participant will cease upon 
their withdrawal. 
11.11 Termination Procedures: The student investigator may analyze the data 
collected for participant interviews that have been terminated. 
12.0 Risks to Participants 
12.1 There are no known risks or benefits for participation in this study.  
12.2 Foreseeable Risks: There is very modest risk of necessary medical 
interventions associated with qualitative interviews. The participants will 
all be experienced registered nurses. The student investigator will follow 
all relevant facility safety precautions in the event that medical 
intervention is necessary for adverse events. There is little risk of breach 
of confidentiality since study participants will not be providing identifying 
information such as name, address, telephone number or date of birth. 
12.3 Reproduction Risks: N/A 
12.4 Risks to Others: N/A 
13.0 Incomplete Disclosure or Deception 
13.1 Incomplete Disclosure or Deception: N/A 
14.0 Potential Benefits to Participants 
14.1 Potential Benefits: Participants may directly benefit from the opportunity 
to explore and describe their experience of EOL care communication with 
patients and families, as well as gain insight and develop knowledge from 
their experience  
15.0 Statistical Considerations 
15.1 Data Analysis Plan: Employing an interpretive/hermeneutic approach, 
textual transcriptions and audio recordings of all participant interviews 
will be analyzed to identify categories and themes from the participants’ 
language. The student investigator will conduct the qualitative data 





participants’ developed knowledge and attributed meaning from their 
experience of what, how, when, where and with whom they communicate 
about EOL care planning. In coding participants’ language, the student 
investigator will pay close attention to participants’ descriptions of their 
consequential actions, antecedent motivations, attitudes, values, beliefs, 
explicit and implicit knowledge. Version 12 of NVivo qualitative data 
analysis software will be used under the University of Minnesota’s 
institutional license for initial coding, visualization and categorization of 
textual transcribed data. The student investigator will analyze coded and 
categorized data from participants’ language. This analysis will include 
their descriptions of successful EOL care discussions and its facilitators, 
with patients, families and surrogates, along with their developed 
knowledge and insight over time. These analytical findings will be 
organized and categorized using interpretive, or hermeneutic principles 
with verbatim quotes from the data that illustrate and faithfully represent 
the participant’s language.28,30 To identify core meanings of the 
participants’ experience and capture the phenomenon, the PI’s data 
analysis will focus on essential themes that are both critical and unique to 
the phenomenon of EOL care planning communication, as opposed to 
incidental themes. Language from the student investigator’s reflexive 
journaling will also be analyzed to incorporate the co-creation of meaning 
that occurs between interviewer and participant during interpretive 
phenomenological interviews.29, 31 
 Power Analysis: N/A 
 Statistical Analysis: N/A 
15.1 Data Integrity: To ensure data integrity and confidentiality, each study 
participant will be de-identified through assignment of a unique code 
name consisting of numbers and letters. Code names will be used for all 
data collection purposes, which will be kept in an electronic, password 
protected database and only accessed by the student investigator. No 
identifying information will be provided in any files. Electronic data files 
will be stored on a secure University of Minnesota School of Nursing 
server that can only be accessed with a University login ID and password 
by individuals to whom the study the student investigator has granted 
access. 
16.0 Health Information and Privacy 
Compliance 
16.1 Select which of the following is applicable to your research: 
☒ My research does not require access to individual health information 





☐ I am requesting that all research participants sign a HIPCO approved 
HIPAA 
Disclosure Authorization to participate in the research (either the 
standalone form or the combined consent and HIPAA Authorization). 
☐ I am requesting the IRB to approve a Waiver or an alteration of 
research participant authorization to participate in the research. 
Appropriate Use for Research: Only data collected from voluntary 
nurse participant interviews will be used  for this study. 
☐ An external IRB (e.g. Advarra) is reviewing and we are requesting 
use of the authorization language embedded in the template consent 
form in lieu of the U of M stand-alone HIPAA Authorization.  Note: 
External IRB must be serving as the privacy board for this option. 
 
16.2 Identify the source of Private Health Information you will be using for 
your research (Check all that apply)   
☐ I will use the Informatics Consulting Services (ICS) available 
through CTSI (also referred to as the University's Information 
Exchange (IE) or data shelter) to pull records for me 
☒ I will collect information directly from research participants. 
☐ I will use University services to access and retrieve records from the 
Bone Marrow Transplant (BMPT) database, also known as the 
HSCT (Hematopoietic Stem Cell Transplant) database. 
☐ I will pull records directly from EPIC. 
☐ I will retrieve record directly from axiUm / MiPACS 
☐ I will receive data from the Center for Medicare/Medicaid Services  
☐ I will receive a limited data set from another institution  
☐ Other.  Describe: 
16.3 Explain how you will ensure that only records of patients who have 
agreed to have their information used for research will be reviewed.  
N/A 
16.4 Approximate number of records required for review: 
 N/A 
16.5 Please describe how you will communicate with research participants 





☐ This research involves record review only. There will be no 
communication with research participants. 
☐ Communication with research participants will take place in the 
course of treatment, through MyChart, or other similar forms of 
communication used with patients receiving treatment.  
☒ Communication with research participants will take place outside of 
treatment settings. If this box is selected, please describe the type of 
communication and how it will be received by participants.  
16.6 Access to participants 
16.7 Location(s) of storage, sharing and analysis of research data, including any 
links to research data (check all that apply).   
☐ In the data shelter of the Information Exchange (IE)  
 ☐ Store ☐ Analyze ☐ Share 
☐ In the Bone Marrow Transplant (BMT) database, also known as the 
HSCT (Hematopoietic Stem Cell Transplant) Database  
 ☐ Store ☐ Analyze ☐ Share 
☐ In REDCap (recap.ahc.umn.edu)  
 ☐ Store ☐ Analyze ☐ Share 
☐ In Qualtrics (qualtrics.umn.edu) 
 ☐ Store ☐ Analyze ☐ Share 
☐ In OnCore (oncore.umn.edu)  
 ☐ Store ☐ Analyze ☐ Share 
☒ In the University’s Box Secure Storage (box.umn.edu) 
 ☒ Store ☒ Analyze ☐ Share 
☐ In an AHC-IS supported server. Provide folder path, location of server 
and IT Support Contact: 
 ☐ Store ☐ Analyze ☐ Share 
☐ In an AHC-IS supported desktop or laptop.  
Provide UMN device numbers of all devices: 
 ☐ Store ☐ Analyze ☐ Share 





Indicate if  data will be collected, downloaded, accessed, shared or stored 
using a server, desktop, laptop, external drive or mobile device (including 
a tablet computer such as an iPad or a smartform (iPhone or Android 
devices) that you have not already identified in the preceding questions 
☐I will use a server not previously listed to collect/download research 
data 
☒I will use my personal, secure MacBook laptop not previously listed 
☐I will use an external hard drive or USB drive (“flash” or “thumb” 
drives) not previously listed  
☐I will use a mobile device such as a tablet or smartphone not previously 
listed 
 
16.8  Vendors. Tybee Types, a School of Nursing vendor for many years will 
transcribe participant Interview Zoom recordings   
16.9 Links to identifiable data: N/A 
 
16.10 Sharing of Data with Research Team Members. N/A 
 
16.11 Storage and Disposal of Paper Documents: Any paper documents 
generated as a result of this research project will be disposed of by 
secure School of Nursing document shredding services. 
17.0 Confidentiality 
17.1 Data Security: To ensure data security, each study participant will be de-
identified through assignment of a unique code name consisting of 
numbers and letters. Code names will be used for all data collection 
purposes, which will be kept in an electronic, password protected database 
and only accessed by the student investigator. No identifying information 
will be provided in any files. Electronic data files will be stored on a 
secure University of Minnesota School of Nursing server that can only be 
accessed with a University login ID and password by individuals to whom 
the study student investigator has granted access.  
18.0 Provisions to Monitor the Data to Ensure the Safety of Participants 
The proposed research is not a clinical trial.  
18.1 Data Integrity Monitoring. To ensure data security, each study participant 
will be de-identified through assignment of a unique code name consisting 
of numbers and letters. Code names will be used for all data collection 
purposes, which will be kept in an electronic, password protected database 
and only accessed by the student investigator. No identifying information 





secure University of Minnesota School of Nursing server that can only be 
accessed with a University login ID and password by individuals to whom 
the study student investigator has granted access. 
18.2 Data Safety Monitoring: To ensure data security, each study participant 
will be de-identified through assignment of a unique code name consisting 
of numbers and letters. Code names will be used for all data collection 
purposes, which will be kept in an electronic, password protected database 
and only accessed by the student investigator. No identifying information 
will be provided in any files. Electronic data files will be stored on a 
secure University of Minnesota School of Nursing server that can only be 
accessed with a University login ID and password by individuals to whom 
the study student investigator has granted access. 
19.0 Compensation for Research-Related Injury 
19.1 Compensation for Research-Related Injury: N/A 
19.2 Contract Language: N/A 
20.0 Consent Process 
20.1 Consent Process (when consent will be obtained): Prior to initiation of 
each interview, participants that meet eligibility criteria, the student 
investigator will review participants’ voluntary informed consent. 
Informed consent procedures include: (1) introducing the purpose of the 
study, the researcher/interviewer’s background and affiliation with the 
University of Minnesota; (2) study protocol and procedures to assure 
participant confidentiality and safety, data integrity, and ethical guidelines; 
(3) and initial interview questions. Each participant will sign the consent 
form and have their signature witnessed prior to commencement of their 
interview. 
20.2 Waiver or Alteration of Consent Process (when consent will not be 
obtained, required information will not be disclosed, or the research 
involves deception): N/A 
20.3 Waiver of Written/Signed Documentation of Consent (when 
written/signed consent will not be obtained): N/A  
20.4 Non-English Speaking Participants: N/A. 
20.5 Participants Who Are Not Yet Adults (infants, children, teenagers under 
18 years of age): N/A 
20.6 Cognitively Impaired Adults, or adults with fluctuating or diminished 
capacity to consent: N/A 






21.1 Research Sites: The supporting partner for this study is Tealwood Senior 
Living, a private Minnesota-based LTC organization that owns or 
manages more than 20 LTC facilities. Tealwood will support participant 
recruitment, enrollment and interviews. 
21.2 International Research: N/A 
21.3 Community Based Participatory Research: N/A  
21.4 Multi-Site Research: N/A 
21.5 Study-Wide Number of Participants: Anticipated = 12 
21.6 Study-Wide Recruitment Methods: N/A 
21.7 Study-Wide Recruitment Materials: N/A 
21.8 Communication Among Sites: N/A 
21.9 Communication to Sites: N/A 
22.0 Coordinating Center Research: N/A 
23.0 Resources Available 
23.1 Resources Available: 
● The principal investigator is the student investigator’s PhD. advisor and 
will meet on a regular basis with the student investigator to evaluate 
progress and provide support. 
● Tealwood Senior Living owns or manages more than 20 LT facilities in 
Minnesota and adjacent states and employs more than 50 LTC 
nurses. 
● This study is the student investigator’s dissertation research and he will 
devote his full time to it until completion. The student investigator 
has completed all PhD. coursework and is not employed at the 
present time. 
● The student investigator has access to all the facilities, resources and 
support of the School of Nursing PhD. program. 
● All participants will sign their informed consent form and have their 
signature witnessed. 
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